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ABSTRACT 
 
Traumatic brain injury (TBI) represents a significant and growing type of 
disability in South Africa.  Coping with the impact of traumatic brain injury is one of the 
most difficult tasks that can confront a family, and family members experience a wide 
range of needs as the injured person progresses through rehabilitation.  In South 
Africa, research on family needs following traumatic brain injury has thus far been 
neglected and rehabilitation resources are sadly lacking.  For this reason it is 
necessary to accumulate knowledge about these families’ needs so as to assist with 
the planning of future rehabilitation programmes.   
The study aimed to explore and describe the needs of a sample of families with 
adult traumatic brain injury individuals in the Eastern Cape utilizing the Family Needs 
Questionnaire (FNQ).  The research approach followed could be described as 
descriptive and exploratory in nature and was conducted within a quantitative 
framework.  A biographical questionnaire and the FNQ were administered to a 
heterogeneous sample of 32 family members, including significant others and primary 
caregivers, of 16 adult traumatically brain-injured individuals, who sustained the TBI 
one to three years previously, and who underwent rehabilitation treatment at a private 
rehabilitation hospital in Port Elizabeth.  A non-probability, purposive, and convenient 
sampling method was used.   
Descriptive statistics were computed to determine the importance and the 
perceived fulfillment of the needs.  The results of the present study indicated that all 
40 needs were endorsed by at least half the sample as being important to very 
important.  Furthermore, 52.50% of the needs were endorsed by more than two-thirds 
of the sample as being important to very important.  The needs were rank-ordered 
according to their importance ratings and the 10 mostly rated as important or very 
important were identified.  These 10 needs were endorsed by between 84.38% and 
93.75% of the family members as being important to very important.  Six of the 
important or very important needs related to health information, two to professional 
support, one to community support, and one to emotional support.  The relation 
between various participant, traumatically brain-injured individual and brain injury 
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characteristics and the 10 important or very important needs, as well as the 10 needs 
more frequently rated as met were investigated and found to either have a limited or 
varied relationship.   
The 10 needs most often rated as met were endorsed by between 43.75% and 
56.25% of the family members.  Six of the met needs related to health information, two 
to community support, one to instrumental support, and one to treatment decisions.  
The highest unmet need was endorsed by 46.88% of the participants and related to 
the need to discuss their feelings with someone who has gone through the same 
experience.   
Based on the findings of the present study, further research on family needs 
following traumatic brain injury is suggested.  It is also recommended that the Family 
Needs Questionnaire be used to evaluate existing rehabilitation programmes so as to 
make suggestions as to how to improve them.  The results of this study suggested 
that family members would benefit from receiving educational information material, as 
well as referrals to professionals for advice and support.  
 
Key Words:  traumatic brain injury (TBI), head injury, brain injury, family needs, 
family, rehabilitation, post-injury sequela
CHAPTER 1 
INTRODUCTION 
 
Her first words were: “don’t you dare attempt to change my mind 
about me keeping my husband at home!”  Instead of challenging her 
decision regarding her husband’s care, the psychotherapist asked 
the wife to explain her position, what she was experiencing, and how 
she felt her husband’s needs could best be met.  After several 
weeks of discussing her view of her husband’s needs, the questions 
eventually emerged: “What are your needs and how are they being 
met?”  This question immediately resulted in the spouse crying 
intensely.  After she was able to clarify her position about her 
husband’s needs, she could get in touch with what she herself 
needed.  (Prigatano, 1999, p. 220) 
 
 
This passage illustrates the complexity of rehabilitation and psychotherapy 
following the traumatic brain injury (TBI) of a family member.  The process, of course, 
is delicate.  The issue is how to help patients get their needs met, while 
simultaneously helping family members to get their needs met.  Dealing with the 
problem of lost normality after brain injury can be a formidable task (Prigatano, 1999).  
Rehabilitation professionals and clinical neuropsychologists, who can apply various 
psychotherapeutic interventions in a sensible manner, may greatly help some brain 
dysfunctional patients and families with this problem.  While the process is by 
definition highly individualized, helping patients reestablish a sense of meaning in life 
after brain injury, is the cornerstone of such psychotherapeutic interventions 
(Prigatano, 1999).  It requires, however, courage and guidance to achieve this 
outcome.  The more knowledge we have about the family and their brain-injured 
relative’s needs, the more we will be able to help them reestablish a sense of meaning 
in their lives (April, 1997; Bekker, 2000; Prigatano, 1999).   
 
1.1 The Context 
Extensive research related to the impact of traumatic brain injury on the family  
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has been undertaken since the early 1970s, with researchers exploring family 
reactions, changes in family roles, family life changes, family emotional distress, family 
reactions to the rehabilitation process, and friction experienced by the families of 
traumatic brain-injured individuals.  During the 1980s and 1990s considerable 
attention was also paid to the study of burden, as experienced by the families of 
traumatic brain-injured individuals, given the increased emphasis being placed on 
head injury rehabilitation (Brooks, Campsie, Symington, Beattie & McKinlay, 1987; 
Brooks, Campsie, Symington, Beattie & McKinlay, 1986; Camplair, Kreutzer & 
Doherty, 1990; Daisley, Webster & King, 1999; Degeneffe, 2001; Frosch, Gruber, 
Jones, Myers, Noel, Westerlund & Zavisin, 1997; Serio, Kreutzer & Witol, 1997; 
Williams & Kay, 1991).  Literature indicates that traumatic brain injury results in 
devastating consequences for the traumatic brain-injured individual, and every family 
member, because of excessive demands placed on the resources of the entire family 
(Alderman, 2001; April, 1997; Bekker, 2000; Christensen, 1998; Greer, Knack & 
Roberts, 1992; Kreutzer, Leininger & Harris, 1990a; Lezak, 1995).  Researchers 
therefore stress that an equal emphasis must be placed on studying the impact of 
traumatic brain injury on the family and on the needs experienced by the family 
following traumatic brain injury (Bekker, 2000).  The study of family needs is important 
because family members neglect existing needs, and experience additional needs, in 
an attempt to cope with, and adjust to the traumatic brain injury (Bekker, 2000; Lezak, 
1995; Martin, 1998; Williams & Kay, 1991).  Literature also suggests that the study of 
family needs could guide improvements in rehabilitation programmes and assist in the 
development of effective interventions (Camplair et al., 1990; Willer, Flaherty & 
Coallier, 2001). 
 Until recently, knowledge of family needs was limited owing to a lack of 
empirically derived information.  Camplair et al. (1990) reported that many early 
investigators made use of small sample sizes, failed to provide sufficient information 
on the participant’s characteristics, the traumatic brain-injured individual’s 
characteristics, and the characteristics of the injury.  Many researchers also failed to 
distinguish between needs following traumatic brain injury, and other forms of brain 
damage.  Researchers furthermore relied on unsophisticated assessment tools 
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designed for general trauma patients.  They studied family needs only during selected 
rehabilitation phases, failed to provide information regarding needs assessment 
instrument development, and did not specify a rationale for item inclusion, reliability, 
and validity (Camplair et al., 1990; Kreutzer, Serio & Bergquist, 1994). 
 In an attempt to address the shortcomings of previous research on family 
needs, Kreutzer, Camplair and Waaland (1988) developed the Family Needs 
Questionnaire (FNQ).  This questionnaire was designed to provide information on 
needs perceived as important by family members, and the extent to which those 
needs were being met.  Researchers found that the FNQ had adequate reliability, 
construct and content validity, and internal consistency (Kreutzer et al., 1988; Serio, 
Kreutzer & Gervasio, 1995; Serio et al., 1997).  The same researchers also concluded 
that the FNQ could be used to, (a) evaluate the effectiveness of rehabilitation and 
interventions, (b) to improve existing interventions and rehabilitation programmes, and 
(c) to develop new rehabilitation programmes and interventions. 
 Limited research has thus far been undertaken utilizing the FNQ.  Kreutzer et 
al. (1994) and Serio et al. (1995) made use of the FNQ to investigate the importance 
of family needs, the extent to which they were being met, and the prognostic utility of 
variables.  However, the researchers failed to provide a detailed description of the 
procedures employed in ranking the needs.  Furthermore, the calculation of need 
fulfillment did not include all the needs, and only the important or very important needs 
were analyzed in assessing the prognostic utility of variables.   
 In South Africa, Bekker (2000) administered the FNQ to explore and describe 
the perceived importance of family needs and the perceived fulfillment of family needs.  
Bekker furthermore explored and described the impact of various participant, brain-
injured individual, and traumatic brain injury characteristics on the most important 
needs, as well as on the needs most often rated as unmet.  Family needs research is 
relatively absent in South Africa and rehabilitation programmes are desperately 
needed (April, 1997; Bekker, 2000).  This study will attempt to address the dearth in 
research and make a contribution in this regard. 
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1.2 Primary research aim 
The primary aim of this study is to explore and describe the needs experienced 
by the family members of individuals who have sustained a traumatic brain injury 
(TBI), and who have participated in a rehabilitation programme one to three years 
post-injury, using the Family Needs Questionnaire (FNQ).   
Based on the findings and limitations of the study, suggestions for further  
research will be made.  The results of the study will also be presented to the staff and 
management of the hospital where the brain-injured individuals have partaken in a 
rehabilitation programme after their injury. 
 
1.3 Overview of chapters 
Following the introductory chapter, a brief review of the available literature on 
traumatic brain injury and rehabilitation is presented in Chapter 2.  A historical and 
epidemiological overview of traumatic brain injury is provided.  In addition, the 
classification of traumatic brain injury and deficits following traumatic brain injury are 
presented.  This is followed by a section which outlines factors relating to the 
rehabilitation process following traumatic brain injury, and the benefits and outcome of 
traumatic brain injury rehabilitation. 
 The term “family” will be defined in Chapter 3.  Research findings pertaining to 
the impact of traumatic brain injury on the family are also discussed according to 
various research topics, namely the Family Life Cycle (FLC) model, family life 
changes, family role changes, and family crises.  Literature regarding the reactions of 
family members after traumatic brain injury is presented, followed by sub-sections of 
factors related to family burden, family emotional distress, family conflict, and family 
reactions to rehabilitation.  Following the discussion of family adjustment, a description 
of family needs and literature pertaining to the long-term needs of families after 
traumatic brain injury are presented.  The chapter concludes with emphasis been 
placed on research utilizing the Family Needs Questionnaire. 
 In the fourth chapter the research method and design, the aims, sampling 
method and procedure, participants, measures, data collection procedure, data 
analysis strategies and ethical considerations employed in the present study are 
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described.  The results of the study will be reported, described, and discussed 
according to the stated aims and objectives in Chapter 5.  The conclusions reached 
from the statistical analyses, limitations of the research study, and recommendations 
for future research studies are presented in Chapter 6. 
 Throughout this write -up, the masculine grammar (e.g., he, him) will be utilized 
to refer to both female and male gender.  The use of the masculine grammar by no 
means implies that traumatic brain injury occurs exclusively to males, but is utilized in 
order to avoid monotonous repetition (e.g., he/she, his/her).  
 
1.4 Summary and preview 
A need for South African research on family needs following traumatic brain  
injury was identified in this chapter.  This chapter also provided the research context, 
the primary research aim, and an outline of the chapters to be presented in this study. 
 
CHAPTER 2 
TRAUMATIC BRAIN INJURY AND REHABILITATION 
 
“…what we saw was scary, he  was not moving.  My greatest 
concern was his recovery.” 
(April, 1997, p. 72) 
 
2.1 Introduction 
Kay and Lezak (1990) stated that at least a rudimentary understanding of 
traumatic brain injury is a prerequisite for the planning and implementation of realistic 
rehabilitation programmes.  The aim of this chapter is to give a brief overview of the 
literature regarding traumatic brain injury and rehabilitation.  Owing to the large 
amount of currently existing information on the subject, only a summative overview of 
the salient information will be presented in this chapter.  Accordingly, this chapter 
provides a brief historical and epidemiological overview of traumatic brain injury, the 
classification of traumatic brain injury, and a discussion of the deficits following 
traumatic brain injury.  The rehabilitation process following traumatic brain injury and 
the benefits and outcome of traumatic brain injury rehabilitation will also be discussed. 
 
2.2 Historical overview of neuropsychology and traumatic brain injury 
Brain-behaviour relationships have evoked a great deal of interest through the 
ages, and have led to the formation of many different theories of how the brain 
functions.  Efforts to understand mind-body relationships and their relative 
contributions to health and well-being extend back at least to Plato and Descartes 
(see Table 2.1).  Like many other sciences, neuropsychology has evolved from related 
fields, most notably psychology, neurology, and neuroscience (Zillmer & Spiers, 
2001).  Psychology is the study of behavior; specifically it seeks to describe, explain, 
modify, and predict human and animal behaviour (Walsh, 1996).  Neuropsychology, a 
subspecialty of psychology, is the study of how complex properties of the brain allow 
behaviour to occur (Zillmer & Spiers, 2001).  The more prominent theories and 
significant developments in brain functioning and neuropsychology that have evolved 
over time will be briefly reviewed below (see Table 2.1), after which an overview of 
brain dysfunction will be provided. 
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Table 2.1 
Time line of significant developments in neuropsychology 
2,000 B.C.:  Early Brain Hypotheses  
Peruvian and central European cultures practice trephination. 
6th – 4th Centuries B.C.:  Ancient Greek Influences 
Heraclitus (6th centuary B.C.):  The mind is an unreachable, enormous space. 
Pythagoras (580 – 500 B.C.):  The brain is the center of human reasoning. 
Hippocrates (460 – 377 B.C.):  The brain controls all sense and movements. 
Plato (420 – 347 B.C.):  The brain is the closest organ to the heavens. 
Aristotle (384 – 322 B.C.):  The heart is the source of all mental processes. 
3rd Century B.C. to Middle Ages: The Cell Doctrine 
Alexandrian school (3rd – 4th centuary B.C.):  Made advances in physiology and anatomy. 
Galen (Italian, A.D. 130 – 201):  Suggested ventricular hypothesis and role of humors in health. 
Medieval and Renaissance Europe: Anatomic Discoveries and the Spiritual Soul 
Albertus Magnus (German, about 1200):  Deemphasized the role of the ventricles. 
Andreas Vesalius (Italian, 1514 – 1564):  Corrected many historical mistakes about brain anatomy. 
René Descartes (French, 1596 – 1650):  Proposed a strict split between mental and physical processes. 
Thomas Willis (English, 1621 – 1675):  Made contribution to understanding the brain’s vascular structure. 
Giovanni Lancisi (Italian, 1654 – 1720):  Highlighted the role of the corpus callosum. 
18th and 19th Century: Phrenology 
Franz Gall (Austrian, 1758 – 1828):  Personality is related to different sizes of specific brain areas. 
Johann Spurzheim (Austrian, 1776 – 1832):  Intellectual capacity is related to brain size. 
19th Centuary Europe: The Era of Cortical Localization 
Paul Broca (French, 1824 – 1880):  Motor speech is located in a small region of the left, frontal lobe. 
Carl Wernicke (German, 1848 – 1904):  Understanding of speech is located in the temporal lobe. 
19th- and 20th- Century Critics of Cortical Localization 
Sigmund Freud (Austrian, 1856 – 1938): Coined the term agnosia. 
Pierre Flourens (French, 1794 – 1867):  Early advocate of an alternative to localization theories. 
Hermann Munk (German, 1839 –1912):  Coined the term mind-blindness. 
Joseph Babinski (English, 1857 – 1932):  Introduced the term anosognosia. 
Karl Lashley (American, 1890 – 1958):  Formulated the principle of mass action in equipotentiality. 
Late 19th- and 20th- Century Theories of Brain Function 
Hughlings Jackson (English, 1835 – 1911):  Said behaviour exists on different levels in the nervous system. 
Alexander Luria (Russian, 1902 – 1977):  Formulated the concept of functional systems of behaviour. 
Modern Neuropsychology 
Karl Kleist (German, about 1930’s):  Refined localization approach to neuropsychology. 
Ward Halstead and Ralph Reitan (American, about 1940’s):  Pioneered neuropsychological testing. 
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Donald Hebb (American, about 1950’s):  Published classic The Organization of Behaviour. 
Henry Hécean (French, about 1950’s):  Pioneered the role of the right hemisphere in neuropsychology. 
Arthur Benton (American, about 1960’s):  Continued to advance the role of the right hemisphere. 
Oliver Zangwill (British, about 1960’s):  Examined neuropsychology with traumatic brain injury. 
Norman Geschwind (American, about 1970’s):  Founded behavioral neurology. 
Edith Kaplan (American, 1970’s):  Pioneered the process approach. 
Muriel Lezak (American, about 1970’s):  Refined clinical assessment in neuropsychology. 
 (Source: Zillmer & Spiers, 2001, p. xxx). 
 
Much of the early research and theories regarding brain functioning has been 
directed at finding out what sectors of the brain controlled what behaviour (Prigatano, 
1999).  These theories took time to develop, and the first problem to be solved was 
whether mental processes were the product of the brain or of the mind (Zillmer & 
Spiers, 2001).  Paul Broca’s (1824 – 1880) announcement to the medical community 
that motor speech was specifically located in the posterior, inferior region of the left 
frontal lobe, was hailed as a major breakthrough, which led to numerous investigations 
into the localisation of other higher cognitive functions (Zillmer & Spiers, 2001).  In 
general, research done after this finding proposed that, although basic sensorimotor 
functions may be localized in the brain, higher cortical functions were too complex to 
confine to any one area (Lezak, 1995).   
Unable to accept the localisation model of brain functioning, psychologists and 
neurologists have searched for alternative models.  The creation of one such model 
has been credited to a British neurologist, John Hughlings Jackson (Zillmer & Spiers, 
2001).  He pioneered research in the field of brain injury and brain damage in the 
1880s, and America followed early in the 20th century (Prigatano, 1999).  Working 
more than a hundred years ago, John Hughlings Jackson was perhaps one of the first 
to explain the organisation of brain function and structure, and to address topics such 
as recovery and rehabilitation (Martin, 1998).  Jackson was interested in the diagnosis 
and the treatment of brain diseases, and he offered interesting insights into the field of 
neurorehabilitation.  He was of the opinion that the effectiveness of therapeutic or 
rehabilitation efforts cannot be assessed until the natural process of recovery after 
various insults to the brain has been understood (Prigatano, 1999).  He pointed out 
that no learning process or function depends entirely on any one area of the cortex.  
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Another point that Jackson made was that recovery occurs by compensatory, rather 
than restorative, mechanisms (Martin, 1998; Prigatano, 1999).  Jackson’s opinions 
were not based on fact, but were only theoretical assumptions.  In 1924, Shepherd 
Ivory Franz observed that new learning after an insult to the brain was often acquired 
slowly, and that the amounts of time needed to reeducate brain dysfunctional 
individuals varied considerably (Prigatano, 1999).   
Karl Lashley’s major contribution to the field of brain injury and 
neuropsychological rehabilitation derives from his understanding that the size of the 
brain injury can play a crucial role in an individual’s ultimate level or recovery.  In the 
late 1930s, Lashley emphasised the role of motivation in teaching patients to learn 
new skills after brain injury, even though motivation itself might be impaired (Alfano, 
1994; Prigatano, 1999). 
As Kurt Goldstein was trained in both neurology and psychiatry, he was in a 
unique position to describe the adjustment problems of brain dysfunctional patients, 
and also to appreciate the importance of the underlying neurological factors that 
contributed to the profile of their symptoms.  Goldstein (1940’s & 1950’s) suggested 
that some symptoms emanated directly from a specific lesion in the brain.  He also 
approached rehabilitation of brain dysfunctional patients in an extremely practical 
manner (Prigatano, 1999).  Concerned about the entire person, Goldstein provided a 
humane approach to rehabilitation that later emerged in the work of Luria during 
1947–1963 (Lezak, 1995).   
Luria’s work is well known, and his contributions are not detailed in this text.  It 
is, however, important to take note that Luria was responsible for the most profound 
changes in our approach to understanding the brain and the mind.  Luria formulated 
the concept of functional systems, which represent the pattern of interaction among 
the various areas of the brain necessary to complete behaviour.  He regarded 
behaviour as the result of interaction among many areas of the brain, and he 
suggested that behaviour results from several functions or systems of brain areas, 
rather than from discrete brain areas (Zillmer & Spiers, 2001).  Luria also stressed that 
an individual’s premorbid characteristics are an important determinant of the course of 
recovery after a brain injury (Michel, 2001). 
 10 
 
 
Leonard Diller and Yehuda Ben-Yishay at the New York University pioneered 
the application of concepts from neuropsychology and clinical psychology to the 
rehabilitation of a variety of brain dysfunctional patients during 1970–1980 (Prigatano, 
1999).  Together with their colleagues, they provided the models by which 
neuropsychological rehabilitation has developed in the United States and elsewhere, 
and clinical neuropsychologists involved in rehabilitation have gained tremendously 
from this legacy (Lezak, 1995).  These researchers emphasised that the systematic 
assessment of brain-injured patients is important for effective rehabilitation activities.  
They added that brain-injured patients, with frontal lobe disturbances, appeared to live 
more productive lives if they were taught rules by which to interact (Prigatano, 1999). 
Approximately thirty years ago, the world had no problem dealing with 
survivors of traumatic brain injury (TBI) – there simply were not many.  Hundreds of 
people suffered serious brain trauma each year, but the crisis tended to be short-lived 
(Stebbins & Leung, 1998).  The majority of traumatic brain-injured patients died during 
the first few hours, days or weeks after the motor vehicle accident, fall, or assault.  In 
the 1970s, however, medical services throughout the world increased the availability 
of high–quality emergency treatment.  At the same time, technological advances such 
as CT scans and microsurgery made possible rapid diagnosis and sophisticated 
treatment for the patient with neurological injury (Marion, 1999; Martin, 1998; Park et 
al., 2001).   
The number of people who survived severe trauma and brain injury has 
increased substantially over the last few decades.  However, they often survived with 
disabilities, leaving the nation’s health care system with yet another challenge – an 
entire new patient population in need of long-term treatment and rehabilitation from 
their injuries (Ragnarsson, 2002; Rose, 1999; Wood, 2001).  The medical advances of 
the 1970’s succeeded in saving peoples lives (Marion, 1999).  Unfortunately for many 
survivors, few programmes have been developed to provide medical and societal 
support after the initial medical crisis.  Not only is the acute care in the hospital setting 
extremely important, but also, head-injury survivors need major care beyond 
hospitalisation.  
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 In the early 1980s, specific initiatives to deal with the problem of caring for 
traumatic brain injury survivors were formulated (Marion, 1999; Reynolds, 1993).  
Despite the progress made on this front, however, no country has yet developed a 
comprehensive system that meets the needs of people with traumatic brain injury, and 
of their families (Rose, 1999).  Some countries have made some significant gains in 
addressing selected aspects of the overall problem, but progress has been sporadic, 
as it has been dependent on the service delivery philosophy of each country, and on 
individual strategies for dealing with the problem (Reynolds, 1993).   
In South Africa, some facilities have sprung up to deal with multiple physical, 
psychological, and social needs of this new patient population, but there is generally a 
lack of such facilities here (April, 1997; Bekker, 2000).  These facilities include nursing 
homes, specialised rehabilitation wings in hospitals, and freestanding rehabilitation 
centres.  In the absence of any major government programme to support such 
institutions, funding or research for the highly-technological, personnel-intensive, and 
sometimes long-term treatment they provide remains seriously inadequate (April, 
1997; Bekker, 2000).   
 
2.3 Overview of Traumatic Brain Injury (TBI) 
2.3.1 Introduction 
According to the literature, traumatic brain injury is the leading cause of brain 
damage worldwide, and is in many respects regarded as the most significant 
neurological disorder in persons under the age of 50 (Alfano, 1994; April, 1997; 
Eames, 2001; Greenwood, 1999; Lezak, 1995; Morse & Montgomery, 1992).  
According to Alfano, this disorder is a hidden epidemic that ranks as one of the major 
sociohealth problems facing western society today.   
Among the leading causes of traumatic brain injury are falls and motor vehicle 
accidents (Abosch, Dahmer & Willer, 1990), while physical violence and sports injuries 
also account for a high percentage of incidents (Bekker, 2000, Lezak, 1995; National 
Institutes of Health, 1998).  The increasing number of severely traumatically brain-
injured survivors, the critical age at which traumatic brain injuries are sustained, and 
the multitude of deficits following traumatic brain injury, present a challenge to medical 
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and community resources because of a greater need for rehabilitation, the high cost 
thereof, and a decrease in return to fully independent living (Abosch et al., 1990).   
Neurobehavioural disability after an insult to the brain can sometimes be 
subtle, but has a pervasive influence on human behaviour and on an individual’s 
capacity to maintain a reasonable quality of life.  Many people with traumatic brain 
injury have no obvious impairment, and can appear as bright, eloquent, and physically 
fit, when in reality they are seriously disabled in a way that often does not fit into 
conventional medical or psychological categories of disability (Prigatano, 1999; Wood, 
2001).   
As medical technology and standards of emergency care keep on improving, 
many more people who would have died of brain injury will survive.  The quality of 
their survival is questionable, however, and will remain so until the full extent of 
traumatic brain injury and the disability thereafter is understood.  This knowledge of 
traumatic brain injury and treatment will be a prerequisite for effective treatment at 
both the early stages of recovery and later stages, when complex neuropsychological 
problems predominate (Lezak, 1995; Ragnarsson, 2002; Rose, 1991; Wood, 2001).  
Disabilities also place severe financial and emotional burdens on the families of 
survivors (Lezak, 1995). 
 
2.3.2 Epidemiology 
Researchers agree that the peak ages for traumatic brain injury occur in the 15 
to 24-year range, and 75 years and older, with additional less striking peaks in 
incidence in children ages 5 and younger (Abosch et al., 1990; Bekker, 2000; Lezak, 
1995; Marion, 1999).  The incident rates are also higher for males than for females 
(Abosch et al., 1990; National Institutes of Health, 1998). 
 
2.3.2.1 Incidence 
The incidence of impairment resulting from trauma has primary importance for 
those concerned with the planning of emergency medical care systems, acute care 
programmes, and rehabilitation programmes.  Estimates of the number of traumatic 
brain injuries in the United States tend to be low and vague (Parker, 1990).  Many 
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people do not have a medical examination, or, if they do, brain injury is not always 
recognised in emergency rooms or private offices.  Therefore, although these injuries 
do not always become part of health survey statistics, it is estimated that 5–10% of 
head injuries in the United States were fatal in 1987 (Parker, 1990).  A gross 
underestimate at that time indicated that only 5–10% of the survivors were left with 
neuropsychological sequelae.  More recent data, presented by the National Institute of 
Health (1998), indicated that approximately 500 000 persons are hospitalised with a 
brain injury each year in the United States (Yuriko, Shiel, Toyoko, Kenji & Kazuo, 
2000).  Among these, 70 000 to 90 000 experienced long-term functional impairments 
(Degeneffe, 2001; National Institutes of Health, 1998). 
In the United Kingdom, a health district with a population of 250 000 is likely to 
generate 44 moderate and 18 severe brain-injured cases per year (Yuriko et al., 
2000).  According to Yuriko et al., there may be over 200 000 traumatic brain-injury 
patients in Japan per year who need admission for hospital care.  The Australian 
Bureau of Statistics indicated in 1993 that over 148 800 individuals received support 
from a family member, such as a spouse, parent, child, or other relative, owing to 
impairments after sustaining a traumatic brain injury (Stebbins & Leung, 1998). 
The incidence of traumatic brain injury in South Africa is reaching extremely 
high proportions (Watt & Penn, 2000).  A survey done by Nell and Brown (1990) 
indicated the figures to be at least 316 per 100 000.  Injuries from motor vehicle 
accidents (MVAs), and particularly from violence, are rising alarmingly.  It is therefore 
essential that rehabilitation professionals involved in the management of people who 
sustained such injuries are aware of the incidence and nature of the outcome.  While 
there is relatively extensive research available for practitioners abroad regarding these 
factors, there is very little available in South Africa.  The provision of rehabilitation is 
also recognised as an important outcome predictor and considering that there are few 
intensive rehabilitation programmes available in South Africa, the incidence of 
traumatic brain-injured survivors in need of special rehabilitation is feared to be very 
high (Watt & Penn, 2000). 
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2.3.2.2 Prevalence 
“Prevalence” is an estimate of the total number of individuals in a particular 
population living with traumatic brain injury and its neurobehavioural consequences.  It 
is difficult to obtain reliable data on prevalence because of methodological problems 
(Abosch et al., 1990).  Data indicated that the prevalence in the USA during 1988 
could be estimated at 26.4 per 100 000.  Surveys in the UK indicated that 100 per 100 
000 suffered from traumatic brain injury in 1988, whilst prevalence studies conducted 
in Canada indicated a ratio of 74 per 100 000 (Abosch et al., 1990).  Since traumatic 
brain injury may result in lifelong impairment of an individual’s physical, cognitive, and 
psychosocial functioning, prevalence in the USA is estimated to be 2.5 million to 6.5 
million individuals (National Institutes of Health, 1998).  No clear South African 
statistics regarding the prevalence of traumatic brain injury were available during the 
time this study was conducted (South Africa Health Research, 2003; South Africa 
Statistics, 2003). 
 
2.3.3 Definition and classification of traumatic brain injury 
“Head injury” can include fractured facial bones or lacerations to the scalp, 
without accompanying disturbance of the cranial contents.  “Brain injury”, if properly 
defined, should include only those instances in which the cranial contents have been 
damaged (Abosch et al., 1990).  “Brain damage” can take many forms, and can occur 
at any point in the life cycle, from conception to old age.  According to Parker (1990), 
“brain trauma” is a process with multiple variables, including type of injury, intensity of 
injury, pathological reactions to the injury that may increase over a period of time, and 
finally the processes of healing and adaptation.  Genetic abnormalities, birth 
complications, the bursting of blood vessels or the growth of tumours, are just a few 
reasons why individuals can suffer brain damage (Martin, 1998).  In this study, the 
focus is on only one type of damage, namely, traumatic brain injury (TBI), that results 
from trauma to the head.  “Traumatic brain injury” refers to an acquired injury to the 
brain caused by an external force that produces internal bleeding, swelling, damage, 
and diminished consciousness or coma, that results when the head is hit, strikes a 
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stationary object, or is shaken violently (Christensen, 1998; Kay & Lezak, 1990; 
Marion, 1999; Martin, 1998).   
Traumatic brain injury can be classified as either an open or a closed injury, 
depending on whether or no t skull penetration and brain exposure have occurred 
(April, 1997; Bekker, 2000; Kay & Lezak, 1990; Lezak, 1995; Parker, 1990; Povlishock  
& Valadka, 1994).  Not only the nature of the injury, but also the pathophysiological 
process set in motion by damage to the brain, differ in significant ways in open and 
closed head injuries (Lezak, 1995; Povlishock  & Valadka, 1994). 
 
2.3.3.1 Open head injury 
When the skull is penetrated from the outside, as in the case of a bullet 
wound, for example, or from damage from puncture wounds and missile fragments, 
the injury is called a “penetrating”, or “open head injury” (Kay & Lezak, 1990; Marion, 
1999; Stratton & Gregory, 1994).  These penetrations are likely to be clean wounds, in 
the sense that significant tissue damage tends to be concentrated in the path of the 
intruding object, resulting in focal lesions (April, 1997; Bekker, 2000).  Most 
intracranial hematomas occur along the missile tract (Marion, 1999).  Focal lesions 
usually produce relatively circumscribed and predictable behavioural changes, as well 
as cognitive deficits, depending on the site of the lesion.  Marion confirms that 
neurologic sequelae of penetrating injuries can usually be predicted on the basis of 
the bullet tract, and states that long-term memory loss appears to be the most 
common neuropsychological sequelae of gunshot wounds to the head.  Open head 
injuries may also result in impairment of attention and concentration, and mental 
slowing, which tend to be associated with diffuse damage (April, 1997; Bekker, 2000).  
According to Lezak (1995), seizure disorders are one of the sequelae of penetrating 
injuries.   
 
2.3.3.2 Closed head injury 
“Closed-head injury” describes an insult to the head that does not penetrate 
the skull or any of the meninges, and the brain itself is not externally penetrated (April, 
1997; Bekker, 2000; Kay & Lezak, 1990; Parker, 1990; Stratton & Gregory, 1994).  
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The hallmark of a closed head injury is the violent and unnatural movement of the 
brain within the skull.  It occurs when an object strikes the head, the moving head 
strikes an object, or violent motion occurs without the head being struck.  Brain 
damage can be caused by the acceleration, deceleration, or rotation of the brain.  It is 
the movement and “bouncing around” inside the bony skull that produces the 
predictable pattern of traumatic brain injury (Kay & Lezak, 1990).   
With increasing degrees of angular acceleration (see Figure 2.1), prolonged 
post-traumatic unconsciousness and coma can occur.  The literature also indicates 
that, with increasing rotational force, proportionally greater numbers of damaged 
axons can be seen throughout the injured brain (Marion; 1999; Polishock & Valadka, 
1994). 
 
Figure 2.1 
Movement of the head after an impact producing angular acceleration 
 
(Source: Marion, 1999, p. 56) 
 
Kay and Lezak (1990) have indicated that rapid acceleration and deceleration 
(see Figure 2.1), along with the rotational forces, may result in three types of primary 
damage, namely fronto-temporal contusions, diffuse axonal injuries, and coup-
contrecoup injuries (see Figure 2.2).  The consequences of these types of injuries are 
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bleeding or swelling of the brain, damage to the brain’s surface following impact with 
the skull, or cell death (Marion, 1999; Martin, 1998).  Secondary damage may also 
occur, due to haemorrhage, increased intracranial pressure, edema, and cascades of 
biochemical events that destroy cells (April, 1997; Bekker, 2000; Eames, 1990; Kay & 
Lezak, 1990; Marion, 1999; Parker, 1990; Stratton & Gregory, 1994).   
 
Figure 2.2 
Coup and contrecoup injuries 
 
 
 
 
 
(Source: unknown) 
 
Closed head injuries therefore usually result in brain damage that is diffuse, or 
widespread.  It is not usually confined to one area of the brain, nor does it typically 
result in only one specific kind of deficit.  Because of the diffuse nature of the brain 
damage, impairments are multiple, and many aspects of a survivor’s life can be 
affected.  Parker (1990) associated diffuse damage with widespread disruption of 
neurological function.  Although a period of unconsciousness results from the head 
trauma, some individuals who have sustained a closed head injury do not lose 
consciousness, but still show signs of traumatic brain injury (April, 1997; Bekker, 2000; 
Kay & Lezak, 1990).  The patterns of damage that result from closed head injuries, as 
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well as open head injuries, are varied, and depend on the injury and on individual 
variables (April, 1997; Bekker, 2000; Parker, 1990). 
 
2.3.3.3 Severity of traumatic brain injury 
Traumatic brain injury can be further classified according to the severity of the 
injury.  This classification of traumatic brain injury can be a useful indicator of the type 
and extent of rehabilitation required (Lezak, 1995).  Severity of injury is also an 
important predictor of outcome (Giles, 2001; Groswasser, Melamed, Agranov & Keren, 
1999). 
 
2.3.3.4   Minor and major brain injuries 
Brain injuries are generally classified into minor or major injuries.  A minor 
brain injury is one that involves the scalp only, which includes scalp contusions, 
lacerations, and no or slight loss of consciousness.  A major or severe brain injury is 
one that involves the skull, brain, or blood vessels of the brain, and a prolonged period 
of loss of consciousness (April, 1997). 
 
2.3.3.5   Mild, moderate and severe traumatic brain injuries 
 Traumatic brain injury can further be classified into mild, moderate and severe 
categories (Marion, 1999).  According to Lezak (1995) and Marion, either post-
traumatic amnesia (PTA) or the Glasgow Coma Scale (GCS) can be used in 
classifying the severity of traumatic brain injury.  Giles (2001) and Groswasser et al. 
(1999) reported that the duration of unconsciousness (DU) was also an accepted 
criterion to evaluate injury severity.   
“Post-traumatic amnesia”, a term which was introduced by Russell and 
Nathan in 1946 (Walsh, 1985), is understood to be the interval for which the patient 
presents with confusion or impaired memory, and is unable to store information of 
ongoing events (Morse & Montgomery, 1992; Parker, 1990).  Post-traumatic amnesia 
begins at the time of injury, and typically lasts approximately four times as long as the 
coma and loss of speech (Marion, 1999; Walsh, 1985).  Prigatano (1999) reports 
patients to be totally unaware of their residual neuropsychological impairments during 
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the period of post-traumatic amnesia.  On a post-traumatic amnesia scale, scores of 
greater than one day are associated with severe traumatic brain injury, a score 
between 1 and 24 hours represents moderate traumatic brain injury, and if a patient 
has less than one hour of post-traumatic amnesia, he or she is considered to have a 
mild traumatic brain injury (Morse & Montgomery, 1992; Stratton & Gregory, 1994).  In 
contrast, however, Levin (1990) reported that post-traumatic amnesia limited to two 
weeks’ duration or less is compatible with a good recovery, and therefore possibly 
indicative of mild traumatic brain injury.  Moderate and severe brain injuries are 
associated with a post-traumatic amnesia duration exceeding one month.  This, 
however, in no way excludes the possibility of a good recovery.   
Thomsen (1990) was of the opinion that the duration of coma or post-
traumatic amnesia had for many years been considered the most reliable predictor of 
severity.  Difficulties in defining and therefore determining the duration of post-
traumatic amnesia have made its usefulness as a measure of severity questionable in 
some cases (Lezak, 1995; Parker, 1990).  Marion (1999) reported that post-traumatic 
amnesia is not always easy to assess, and is usually not absolute.  The literature also 
indicates that the failure of post-traumatic amnesia to discriminate between 
moderately and severely impaired patients suggests that it may not be sufficiently 
sensitive (Bekker, 2000). 
The Glasgow Coma scale (GCS) is, however, a generally accepted universal 
classification system for the severity of traumatic brain injury and is used extensively 
in research (Bekker, 2000; Marion, 1999; Povlishock & Valadka, 1994).  Although the 
Glasgow Coma Scale has the word “coma” in its title, this brief assessment technique 
can be used to describe all post-traumatic states of altered consciousness, from the 
mildest confusional state to the deepest coma (Lezak, 1995). 
By using the Glasgow Coma Scale, the severity of traumatic brain injury can 
be classified as mild, moderate, or severe, in one of two ways.  The scale as used 
today, has a 13-point span, ranging from 3–15.  Firstly, the Glasgow Coma Scale 
Response Chart can be used (see Table 2.2).  It measures three dimensions, namely 
vision, speech, and motor response.  The inclusion of three response dimensions 
makes it possible to evaluate the level of consciousness when vision or speech, for 
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example, is compromised by factors other than impaired consciousness.  A coma 
score is calculated by adding the highest score obtained in each dimension (Lezak, 
1995).  This score is then used to classify the injury as mild, moderate, or severe, 
according to the Severity Classification Criteria for the Glasgow Coma Scale (Lezak, 
1995) (see Table 2.3).   
 
Table 2.2 
The Glasgow Coma Scale Response Chart (GCS) 
 Examiner’s Test Patient’s response  Assigned  
Score 
Eye opening Spontaneous 
Speech 
Pain 
Pain 
Opens eyes on his own 
Opens eyes when asked to in a loud voice 
Opens eyes to pain 
Does not open eyes 
4 
3 
2 
1 
Verbal Speech 
 
Speech 
Speech 
 
Speech 
Speech 
Carries on a conversation correctly and tells examiner 
where he is, and year and month 
Seems confused and disorientated 
Talks to examiner and can understand him, but 
makes no sense 
Makes sounds that examiner can’t understand 
Makes no noise 
5 
 
4 
3 
 
2 
1 
Motor 
Response 
Commands 
Pain 
Pain 
Pain 
Pain 
Pain 
Follows simple commands 
Pulls examiner’s hand away on painful stimuli 
Pulls a part of body away on painful stimuli 
Flexes body inappropriately to pain 
Decerebrate posture 
Has no motor response to pain 
6 
5 
4 
3 
2 
1 
(Source: Lezak, 1995, p. 755). 
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Table 2.3 
Severity Classification Criteria for the Glasgow Coma Scale 
Classification Glasgow Coma Score Coma Duration 
Mild > 13                                      or < 20 minutes 
Moderate 9 – 12                                   or No longer than within 6 hours of admission 
Severe < 8                                        or > 6 hours after admission 
(Source: Lezak, 1995, p. 755). 
 
A Glasgow Coma Scale range of 13-15, or coma duration of 20 minutes or 
less, is classified as a mild injury.  Moderate injuries fall into a Glasgow Coma Scale 
range of 9-12, or coma duration of no longer than six hours after admission.  A 
Glasgow Coma Scale range of 3-8, or coma duration of longer than six hours after 
admission, is classified as a severe injury (Giles, 2001; Levin, 1990; Lezak, 1995) (see 
Table 2.3).   
Despite the usefulness of the measure, the Glasgow Coma Scale has some 
inherent limitations (Bekker, 2000).  When the scale is applied within the first four days 
post trauma, it fails to classify exceptional cases, and the mid-range scores of 6–11 
have been found to be a weak predictive indicator of severity (Groswasser et al., 
1999).  Thus persons with little or no loss of consciousness, but who suffer significant 
deterioration in mental status two or more days later, are routinely misclassified.  The 
use of the initial Glasgow Coma Score to predict mortality is valid only if the patient’s 
best score is not obscured by other conditions such as drugs, hypoxia, hypotension, or 
intracranial mass lesions (Marion, 1999).  Patients with left lateralised penetrative 
wounds are more likely to suffer loss of consciousness than those whose injuries are 
confined to the right side of the brain.  The duration of coma for those with right-sided 
lesions also tends to be shorter than for those whose lesions are on the left (Lezak, 
1995).  An additional problem is that the level of consciousness can be affected by 
alcohol and drug intoxication, as well as by metallic alternations stemming from 
injuries not directly involving the brain (Lezak, 1995).  Although the Glasgow Coma 
Scale is very useful in the early stages of treatment, Groswasser et al. (1999) found 
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that at approximately two months post-injury, it becomes less well correlated with 
outcome. 
 
2.3.4 Deficits following traumatic brain injury 
Traumatic brain injury results in damage to the brain, in the course of what in all 
probability was normal development (Kay & Lezak, 1990).  The injured person often 
suffers sequelae such as disturbances in personality, information processing, 
language, memory, perception, physical ability, and mood control, resulting in 
devastating consequences for the individual, the family, and society as a whole (April, 
1997; Bekker, 2000; Fabiano & Daugherty, 1998; Lezak, 1995; Lezak & O’Brien, 
1988).  “One of the most shocking experiences to victims of traumatic brain injury is 
loss of capacity to take care of themselves” (Parker, 1990, p. 217).  In a short space of 
time, individuals may be changed from normally functioning people to dependent 
individuals incapable even of properly defending themselves or of obtaining 
assistance (April, 1997). 
A number of disorders of emotion or behaviour following brain injury 
superficially resemble primary or reactive psychiatric disorders, yet are rooted in injury 
to brain systems.  Learning to distinguish between them can suggest treatment 
approaches that are more likely to be successful, and less likely to be harmful than the 
treatments presupposed by the assumptions that the disorders are of primary 
psychiatric types (Eames, 2001).   
The deficits mentioned below have serious implications for rehabilitation and 
caregiving, but cognisance needs to be taken of the fact that the brain-injured 
individual does not experience all of these symptoms (April, 1997).  The presence, 
nature and degree of deficits following traumatic brain injury depend on multiple 
variables. These include type of injury, intensity of injury, duration of unconsciousness, 
duration of post-traumatic amnesia, location of damage, site of lesions, extent of 
perifocal pathology, age at the time of injury, the person’s cerebral dominance, and 
the person’s premorbid mental and psychological state (Bekker, 2000; Lezak, 1995; 
Parker, 1990).  The major cognitive, executive functioning, psychosocial, emotional-
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behavioural and physical deficits, as indicated by research, will be covered briefly 
below (April 1997; Bekker, 2000; Kay & Lezak, 1990; Lezak, 1995; Parker, 1990). 
 
2.3.4.1 Cognitive and executive aspects 
  Cognitive deficits typically include deficits in higher-level processes such as 
abstract thinking, verbal reasoning, and mental calculation, and therefore indicate 
impairments in arousal, attention and concentration, learning and memory, speed and 
capacity of information processing, abstraction, conceptualisation, selectivity and 
problem solving (April, 1997; Dittmar, 1997; Giles, 1994; Marion, 1990; Prigatano, 
1999; Stratton & Gregory, 1994).  Other cognitive aspects include problems with non-
verbal reasoning, intelligence, language, visiospatial functioning, and mathematics 
(Ylvisaker & Urbanczyk, 1994).  Damage to areas that integrate different senses (e.g. 
hearing and vision) can reduce speed of information processing, increase 
misperceptions, and manifest in speech and swallowing disorders (Parker, 1990; 
Ylvisaker & Urbanczyk, 1994). 
People with traumatic brain injury are likely to show their most debilitating 
residual deficits in failure to successfully carry out planned, organised, self-monitored 
and goal-directed activities (April, 1997; Bekker, 2000; Kay & Lezak, 1990; Lezak, 
1995).  Impairments of these functions can also occur in milder injuries, where frontal 
lobe structures have been damaged (Kay & Lezak, 1990).  Many adults with traumatic 
brain injury are also less competent conversationalists following their injury (Godfrey & 
Shum, 2000).  Cognitive rehabilitation should form an integral part of a comprehensive 
rehabilitation programme, whilst executive functioning deficits can be addressed 
through the use of such a comprehensive rehabilitation programme (Morton & 
Wehman, 1995). 
 
2.3.4.2 Emotional-behavioural and psychosocial aspects 
Executive deficits extend into the area of psychosocial functioning, and  
tendencies towards social inappropriateness, impulsiveness, sexual inhibition, 
adynamia (lack of initiative), temper outbursts, irritability, child-like behaviour, denial, 
impatience, and difficulty controlling strong emotions, usually occur (April, 1997; 
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Bekker, 2000; Eames, 1990; Kay & Lezak, 1990; Kim, 2002; Lezak, 1995; Powell & 
Wood, 2001; Thomsen, 1990).  When a previously well-adapted individual suffers 
brain illness or brain injury, the consequences include an interaction of an actual 
emotional disorder caused by damage to the brain directly, a reaction to reduced 
competence, a feeling of reduced attractiveness, depression and disturbed self-
esteem, and/or withdrawal (Parker, 1990).  According to Giles (1994), social isolation 
is now recognised as a common long-term sequelae of severe brain injury.  Impulsive 
aggression and other forms of impaired self-regulatory behaviour are also reported to 
be common sequelae of traumatic brain injury (Greve et al., 2001). 
 The combined psychosocial impairments described above reflect a changed 
personality, and are all primary in nature, in the sense that they result directly from 
damage to the brain (Fordyce, 1994; Franulic, Horta, Scherpenisse & Carbonell, 2000; 
Kay & Lezak, 1990; Prigatano, 1999).  Family and friends often describe the head- 
injured person as “not the same person he was before” (April, 1997, p. 13).  Most 
disheartening is the fact that the person is usually unaware of how he has changed, 
and why people are distancing themselves.  Brain-dysfunctional patients undergoing 
neuropsychological rehabilitation seem to have only partial or implicit knowledge of 
their disturbances.  This impaired awareness affects their behaviour in interpersonal 
situations, as well as in rehabilitation (Franulic et al., 2000; Freed, 2002; Greve et al., 
2001; Kim, 2002; Powell & Wood, 2001; Prigatano, 1999).   
 An additional set of psychosocial problems is secondary, in the sense that they 
occur as reactions to changes in the self, and are not direct results of the brain 
damage itself (Kay & Lezak, 1990).  These include inability to adjust to new limitations 
and realities, anger and resentment at what fate had in store, anxiety, avoidance and 
dependence, because of fear of failure or embarrassment.  The frustration, 
depression, isolation and loneliness of repeated failures and rejections, can also 
cause major psychosocial problems (Hibbard et al., 2000; Kay & Lezak, 1990; 
Prigatano, 1999).  Powell and Wood (2001) have further indicated that brain-injury 
survivors have significantly fewer opportunities for attachment and integration, and 
rely more upon their family as the source of attachments.  Even when a head injury is 
 25 
 
 
relatively mild, it can have a considerable impact on interpersonal functioning (Stratton 
& Gregory, 1994). 
 The literature consistently suggests that the emotional-behavioural and 
psychosocial problems associated with traumatic brain injury might be the major 
challenge facing rehabilitation, since these sequelae remains a persistent long-term 
problem for the majority of individuals with severe traumatic brain injury (Hibbard et 
al., 2000; Morton & Wehman, 1995; Prigatano, 1999). 
 
2.3.4.3 Physical aspects 
Physical deficits can range from severe to nonexistent, and are usually related  
to neurological damage to the brain, rather than permanent damage to the peripheral 
parts of the body, like the arms and legs (Kay & Lezak, 1990).  According to 
Ragnarsson (2002), movement disorders, sleep disorders, and dermatological 
problems are just some of a few physical consequences after traumatic brain injury.  
The six common areas of concern have been identified as being sensory-motor, motor 
control and coordination, fatigue, seizure disorders, decreased tolerance for drugs and 
alcohol, and headaches (Kay & Lezak, 1990).   
 Despite this range of residual physical deficits, it has consistently been 
demonstrated that, ultimately, physical problems rarely account for rehabilitation 
failures.  Families and survivors adapt fairly well to physical limitations, while the 
neuropsychological deficits create the real problem in the rehabilitation of the head-
injured individual, as well as for their families (April, 1997; Bekker, 2000; Kay & Lezak, 
1990).  Nonetheless, although traumatic brain injury rehabilitation emphasises non-
physiological interventions, physical deficits also need to be accommodated in a 
rehabilitation programme (Bekker, 2000). 
 
2.4 Rehabilitation following traumatic brain injury 
2.4.1 Introduction 
A large number of the existing rehabilitation programmes have not been staffed 
to accommodate the needs of people with traumatic brain injury and their families.  
Rehabilitation managers have also expressed little interest in expanding their services 
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to include people with traumatic brain injury (Reynolds, 1993).  Specialised outpatient 
programmes also appear to be inadequate or unavailable.  The survival of these 
programmes depends upon a flow of referrals from inpatient programmes.  In many 
countries, this flow did not exist, because inpatient programs did not develop as 
planned, and many persons with traumatic brain injury continued to end treatment 
prematurely (Rose, 1999). 
Several of the most common therapies used for the acute treatment of 
traumatic brain injury patients were examined, and the Brain Trauma Foundation 
published the findings in 1996 as the Guidelines for the Management of Severe Head 
Injury (Marion, 1999).  Finally, a subcommittee of a technical advisory group in New 
York developed recommendations on how rehabilitation services should be structured, 
staffed and reimbursed (Reynolds, 1993).  The American Department of Health 
committed to a more proactive role to ensure that a conceptual model should become 
a reality (see Figure 2.3).  The improved standards for the acute care and the 
recommendations on rehabilitative services of traumatic brain injury can be construed 
as the primary reason for substantially improved outcomes during the last several 
years (Marion, 1999). 
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Figure 2.3 
A conceptual model of care for individuals with TBI (Reynolds, 1993) 
 
 
 
 
 
 
 
 
 
YES       NO 
 
 
 
 
 
 
 
(Source: Reynolds, 1993, p.8) 
 
In 1998, the National Institute for Health (NIH) organised a consensus 
conference about the rehabilitation of persons with traumatic brain injury (TBI) 
(Ragnarsson, 2002).  The conference’s results were based on an extensive 
bibliography from the scientific literature and presentations presented at the 
conference.  The focus of this conference was the evaluation of rehabilitative 
measures for the cognitive and behavioural sequelae of traumatic brain injury, and the 
extent to which specific interventions are supported by existing evidence and research 
(Rose, 1999).  Particular emphasis was placed on the rehabilitation of cognitive, 
behavioural and psychosocial difficulties that tend to be associated with mild, 
moderate and severe traumatic brain injury.  These discussions led to the 
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development of a consensus statement (National Institutes of Health, 1998).  The list 
of recommendations regarding rehabilitation practices for persons with traumatic brain 
injury included that patients and their families should have a central role in the 
planning and designing of the rehabilitation programmes, and that families of persons 
with traumatic brain injury should themselves receive support (National Institutes of 
Health, 1998; Ragnarsson, 2002; Rose, 1999).   
This aim can only be achieved if future research focuses on rehabilitative 
support, needs, and effectiveness, for persons with traumatic brain injury, their 
families, and significant others (April, 1997; Bekker, 2000; Parker, 1990; Ragnarsson, 
2002).  As early as 1856, theorists such as Freud and Jung formulated practical ideas 
that are still important in the psychotherapy and rehabilitation of brain-dysfunctional 
patients today (Prigatano, 1999; Zillmer & Spiers, 2001).  Freud and Jung emphasised 
the importance of personal productivity, the sustaining of interpersonal relationships, 
and the capacity of an individual to delve into fantasy and to realise his or her 
potential, in order to maximise his or her psychological health (Prigatano, 1999). 
Before any rehabilitation can take place, early treatment practices focus on  
saving lives and minimising the extent of brain injury.  Medical staff in an acute care 
setting in a hospital environment deliver this care.  “Rehabilitation” is defined as a 
procedure which “en-ables” people who are dis-abled, helps people change their 
behaviour by learning new skills, and increases socially adaptive patterns of behaviour 
in people, in order to reduce social handicaps imposed by lost or damaged skills.  The 
ultimate goal of rehabilitation should be to reintegrate patients into the community, and 
maximise their interdependency through work, play, and appropriate social 
interactions (Marion, 1999; Wood, 1990; Wood & Worthington, 1999).   
  Brain injury rehabilitation can be extremely demanding, because a broad 
range of approaches is required.  The scope of disability for the patients, their families, 
and society is also often distressingly broad, and appropriate management requires a 
flexible approach, oriented both to the individual’s needs and to the demands of the 
ultimate discharge environment.  This may require delivery of services in a variety of 
institutional or community settings (Garner & Valadka, 1994).   
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  According to Fordyce (1994), newly developed brain injury rehabilitation 
techniques are based on the realisation that the cognitive and behavioural 
impairments serving as the targets of rehabilitation, also act as “barriers” to 
rehabilitation.  As a result, treatment needs to occur with great intensity, repetition, 
duration, and organisation.  The amount of time spent with patients and families may 
erode the boundaries separating staff from patients.  Therapists may find it hard to 
leave their work at the workplace, and staff burnout and turnover continue to be issues 
of great importance (Fordyce, 1994; Prigatano, 1999). 
At the same time, brain-injured individuals need professionals who not only 
understand them, but also are comfortable with their limitations, particularly in 
interpersonal situations, as this pertains to the management of anxiety (Freed, 2002; 
Prigatano, 1999).  These professionals counter traumatic brain injury survivors’ 
disrupted capacity to balance inner and outer needs, so as to adapt positively to the 
increased demands of their changed environment.  Freed (2002) is of the opinion that, 
if professionals fail to do so, rehabilitation efforts are in vain, and patients will be 
discharged into unsafe intrapsychic realities, where they will struggle without any hope 
of resolution. 
An integration of various rehabilitation programmes is presented in the following 
section, according to three interrelated rehabilitation phases conceptualised by 
Prigatano (1999), namely, the acute phase, the intermediate phase, and the postacute 
phase.  This is followed by a brief discussion of selected literature and research 
relating to the benefits, outcome, and future of traumatic brain injury rehabilitation. 
 
2.4.2 Rehabilitation process 
The focus of brain injury literature and rehabilitation programmes has thus far  
been placed primarily on the needs of traumatic brain-injured individuals.  However, 
researchers attest to the critical importance of working with the families of traumatic 
brain-injured individuals, and the pivotal role that families play in the rehabilitation 
process (April, 1997; Bekker, 2000; Lezak, 1995; Prigatano, 1999). 
 Therefore, the needs of the family must be explored and stressed during the 
rehabilitation process, to enable the family to deal with the added demands placed on 
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them.  However, owing to a lack of empirically derived information, assumptions and 
generalisations are often made regarding family needs following traumatic brain injury 
(Bekker, 2000; Camplair et al., 1990). 
 
2.4.2.1 Acute Phase 
Acute rehabilitation services are provided in a hospital setting, following 
emergence from coma, and medical stabilisation (Giles, 2001).  As survivors regain 
consciousness, they usually experience a period of disorientation and confusion.  
They may become restless, agitated, and aggressive, or exhibit disinhibited behaviour.  
During this phase, the basic principles of reinforcement, target behaviour identification, 
behaviour modification, promotion of cognitive improvement through graded 
orientation exercises, and extinction procedures, can be useful (Bekker, 2000; Davis & 
Goldstein, 1994).  Prigatano (1999) proposed that the first few days and weeks, and 
possibly for two to three months after the acute onset of the traumatic brain injury, the 
rehabilitation focus should only be on improving the survivors’ physical functioning, 
reducing their disorientation, and providing an environment conducive to recuperation.   
A brief neuropsychological examination during the acute phase is crucial to 
assess the patient’s cognitive and executive capabilities, as well as personality and 
emotional status.  The findings of such an assessment are needed in order to plan 
effective rehabilitation activities, as these test findings can be integrated into concrete 
recommendations to guide rehabilitation planning (Fabiano & Daugherty, 1998; 
Prigatano, 1999; Schatz, Hughes & Chute, 2001).  A comprehensive medical 
evaluation is also necessary, to identify any factors that may be compromising either 
neurologic or functional recovery (Marion, 1999).  Considerable effort should be 
exerted to avoid needlessly tiring or frustrating patients.  The natural processes of 
recovery should be emphasised, by making patients comfortable, and helping patients 
to perform, without challenging them (Freed, 2002; Prigatano, 1999). 
 As patients become more aware of their circumstances, they require repeated 
explanations of what has happened to them, starting simply and becoming more 
detailed, in line with the recovery, as well as the nature and purpose of rehabilitation 
(Dittmar, 1997).  A need at this stage is to support and counsel the family members, 
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who also need repeated and sensitive explanations of the injuries, and clarification of 
terms and procedures associated with trauma care and brain injury (Bekker, 2000; 
Dittmar, 1997; Holland & Shigaki, 1998; Rose, 1999). 
 Once the person’s life is out of danger, relatives need opportunities to raise 
concerns about the likely course and extent of improvement.  It is important to avoid 
short-term reassurances of recovery, since the brain-injured person hardly ever 
recovers completely from a head injury.  The residual deficits are usually significant 
and permanent.  The continual expectation of recovery can lead patients and families 
into denial, frustration, disappointment, and even worse, extremely unrealistic 
expectations and planning (April, 1997). 
 The counselling needs of people with head injuries are not, however, confined 
to education.  As indicated by the literature, the emotional impact of head injury can be 
devastating, and many brain-injured individuals experience depression during the 
course of rehabilitation (Dittmar, 1997; Fabiano & Daugherty, 1998; Rose, 1999;).  
Conflict often results between family members and rehabilitation staff, because of the 
significant degree of stress experienced by the family members.  Some of the stress 
could be alleviated or avoided if family members’ major concerns and needs were 
identified and addressed as they arose (April, 1997; Bekker, 2000; Rose, 1999). 
 
2.4.2.2 Intermediate Phase 
The intermediate phase can be classified as the time during which individuals  
leave the hospital and begin to receive some form of outpatient treatment.  This phase 
can last from three to twelve months after the individual sustained the traumatic brain 
injury.  On the patient’s discharge from the rehabilitation hospital, the family becomes 
the primary caretaker.  Accordingly, it is proposed that the family should be included 
as far as possible in the process of rehabilitation counselling, much of which can be 
undertaken jointly with the injured person (Bekker, 2000; Davis & Goldstein, 1994; 
Dittmar, 1997).  Relatives also need detailed feedback about the results of 
assessments, the nature and implications of disability, and explanations of the 
rationale, goals, and possible outcomes of treatment.  Families may assume the role 
of co-therapist in reinforcing treatment strategies at home, in home-based retraining 
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programmes, or in the management of inappropriate behaviour.  They also need 
guidance about future recovery, and support in making appropriate plans for 
resettlement (Holland & Shigaki, 1998; Prigatano, 1990; Rose, 1999).     
Physical and occupational therapies continue to be of primary importance for 
many individuals (Davis & Goldstein, 1994).  However, speech and language therapy 
and various forms of cognitive therapy should now focus on helping patients to 
recover as much of their higher cerebral functions as possible (Prigatano, 1999).  
Cognitive therapy also has a role to play in social rehabilitation following brain injury, 
because impairment of social skills is common following brain injury, as well as 
changes in personality that alter brain-injured patients’ behavior, and affect their 
capacity for meaningful social relationships (Dittmar, 1997; Godfrey & Shum, 2000; 
Marion, 1999; Manchester & Wood, 2001).  Methods of teaching social skills to 
patients and their families, as well as ways to keep friends while meeting new people, 
should be tried and constantly refined.  A lack of social support has been linked to a 
poorer rehabilitation outcome (Zencius & Wesolowski, 1999).   
 Ongoing appraisals of patients’ neuropsychological status are made, so that 
programmes and goals can be adapted to the individual patient’s changing needs and 
capacities.  An analysis of the patient’s behavioural deficits can indicate whether a 
patient can benefit from psychotherapy, particular neurobehavioral rehabilitation, and 
generally accepted counselling approaches (Davis & Goldstein, 1994; Manchester & 
Wood, 2001; Wood & Worthington, 2001).  Appropriate behaviour rehabilitation 
training can increase the employability of a significant number of moderately to 
severely injured individuals, as well as assist in modifying aggression, and self-
stimulation, and self-injurious, inappropriate, and sexual behaviour (Davis & Goldstein, 
1994; Groswasser et al., 1999; Lezak, 1995; Marion, 1999). 
 During the long and costly process of post-trauma treatment and 
rehabilitation, the family of the brain-injured patient finds their lives turned upside 
down.  The family must undergo a process that often has been compared to the 
adjustment following the death of a loved one – through various stages of shock, 
denial, grief, and anger – to some kind of acceptance of the survivor’s new status 
(April, 1997).  Families of brain-injured survivors go through many painful experiences.  
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They see their hopes for the future shattered, and have enormous caregiving and 
financial demands placed upon them.  Parents often feel guilty, blaming themselves 
because their child is not getting better (Booth & Tyerman, 2001).  Siblings may suffer 
both from the psychological trauma of seeing a brother or sister permanently disabled, 
and from their parents’ concentration on his or her plight.  Spouses, especially, suffer 
from physical, financial, sexual, and psychological stress (Flanagan, Hibbard, Gordon, 
Haddad & Labinsky, 2000). 
 Family members understandably need to release their anger and frustration.  It 
is often easier for families to vent their rage on the professional caregivers.  These 
professionals have to learn to deal with misplaced anger, and help families through 
the crisis they face (Frosch et al., 1997).  A large part of the work of any rehabilitation 
hospital is to prepare the patient and family to face the difficulties of their limitations in 
the real world.  This goal can only be fully achieved once health professionals 
understand the needs of a family with a traumatic brain-injury survivor (Camplair et al., 
1990; Rose, 1999). 
 
2.4.2.3 Postacute Phase 
The postacute phase begins about twelve months after injury, and can 
continue indefinitely (Prigatano, 1999).  The focus during this phase is to help patients 
compensate for their difficulties, and to deal with a wide variety of emotional and 
motivational disturbances that undercut their adjustment (Manchester & Wood, 2001; 
Prigatano, 1999; Ragnarsson, 2002).   
According to Marion (1999), despite increasing emphasis on postacute 
services within the last ten years, this component of care remains under-served, and 
needs further research and development.  People with head injuries are often 
devastated by the change in their personal skills and social circumstances.  Some of 
them struggle to carry on as before, not wishing to acknowledge the changes that 
have occurred, and continuing to judge themselves inappropriately by the pre-injury 
standards that they can no longer meet.  For others, their preoccupation with what 
they have lost, clouds any appreciation of the positive attributes and potentials that 
remain (Manchester & Wood, 2001).  Brain-injured individuals need supportive 
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counselling to move from denial to acceptance, from a sense of loss to an 
appreciation of potential, from dwelling on the past to looking to the future, and from 
seeing themselves as sick to seeing themselves as different (Kay & Lezak, 1990).  
The role of psychotherapy, cognitive remediation, social skills training, and family 
education, becomes crucial (Davis & Goldstein, 1994; Manchester & Wood, 2001).   
Establishing meaning in life, with full recognition of permanent losses, is the 
focus of this phase (Prigatano, 1999).  The focus of psychotherapy in this phase is 
less on the process of rehabilitation and more on the meaning of the injury, the 
resultant disability for the individual person, and treating depression and loss of self-
esteem (Alderman, 2001; National Institutes of Health, 1998).  People with head 
injuries need information and advice about realistic options.  This is not to suggest that 
they should give up hope of recovery, but rather that they cannot afford to wait for it to 
happen, and need to plan on the basis of current needs (Bekker, 2000).  The person 
now begins to face limitations, and endures the suffering associated with brain injury, 
however, but the focus should be on enduring this pain in an adaptive, not a 
destructive or depressive, manner (Freed, 2002; Prigatano, 1999).   
Throughout this phase, the family requires support and guidance in dealing 
with the rehabilitation issues faced by them on a daily basis (Rose, 1999).  As a 
person with minor injury improves, regains independence, and resumes his or her 
former roles, family relationships may naturally resume their pre-injury pattern.  
However, for those with permanent disability, big changes in family roles and 
relationships may be inevitable.  Many families adjust well to such changes, and some 
report that they are brought closer by the effects of the injury (April, 1997; Bekker, 
2000).   
Where such changes result in problems, counselling and psychotherapy can 
help family members to understand and resolve the conflicts that arise.  Help is 
especially important for marital relationships.  Couples may strive to return to their 
previous interaction, and need help to review and rebuild their relationship in the light 
of the injury.  Where families find changes too great to accommodate, family therapy 
can help them to understand the problems that have arisen within the context of the 
head injury.  Where reconciliation is not possible, family members may need help to 
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resolve the situation for all concerned with the minimum of recriminations and guilt, so 
that they can rebuild their own separate lives (Alderman, 2001; Bekker, 2000; Kay & 
Lezak, 1990). 
 
2.4.3 Benefits of rehabilitation 
A substantial volume of literature and research studies has concluded that the  
rehabilitation of traumatic brain-injured individuals is cost-effective, and results in 
improved outcomes.  More specifically, many studies have indicated that exposure to 
acute, intermediate, and postacute rehabilitative interventions following brain injury 
leads to functional improvement in various categories of disability (Alfano, 1994; 
Brown, Nell & Phil, 1992; Cope, Cole, Hall & Barkan, 1991a; Cope, Cole, Hall & 
Barkan, 1991b; Giles, 2001; Godfrey & Shum, 2000; Ragnarsson, 2002; Stratton & 
Gregory, 1994).  Research on the benefits of involving the family during the 
rehabilitation process is, however, lacking.  This dearth in research indicates a need 
for research pertaining to families of traumatic brain-injured survivors (Bekker, 2000; 
Camplair et al., 1990).  
 In South Africa, Abelson (1993) studied the quality of care and rehabilitation 
received by 20 moderately and severely traumatic brain-injured patients three months, 
six months, one year, and two years following the injury.  Abelson found that the 
resources available in South Africa for the comprehensive care and rehabilitation of 
traumatic brain-injured individuals, were inadequate.  He advised that comprehensive 
rehabilitation facilities needed to be established in order to provide an effective service 
to the community. 
 Research findings in the field of traumatic brain injury rehabilitation, family 
needs following brain injury, rehabilitation outcomes, and vocational outcomes can be 
useful guidelines for developing and improving rehabilitation programmes in South 
Africa, where such programmes are currently sadly lacking (Abelson, 1993; Kay & 
Lezak, 1990). 
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2.4.4 Recovery of brain injury and outcome after rehabilitation 
At the most basic level, outcome can be described simply in terms of whether 
or not a head injury victim lives.  Assuming survival, “outcome” can be defined as the 
adequacy with which a patient’s lifestyle is resumed, including the efficiency with 
which the patient performs the activities of daily life.  This outcome can, however, not 
be predicted with adequate certainty during the first few weeks after a traumatic brain 
injury (Marion, 1999).   
“Recovery” can be defined as a complete, unimpeded resumption of daily 
activities (Macniven, 1994).  There is currently a lack of agreement in the literature 
regarding the meaning of the term “recovery” for traumatic brain injury survivors.  
Terms such as “recovery” may be inappropriate.  If the brain is seen as being the 
basis of the personality or the being of the person, and it is altered by the trauma, 
then, philosophically, it is difficult to argue that the person will end up being the same 
person as before, after rehabilitation (Hill, 1999).  Rehabilitation after traumatic brain 
injury should, therefore, take into account the expectation of the injured person in 
shaping the outcomes, and the possibility that new and adaptive patterns of behaviour 
need to be developed, rather than focusing on returning to the pre-injured status 
(Freed, 2002; Prigatano, 1999).  This introduces the notion of rehabilitation as 
assisting the injured person to re-orientate or rebuild his life, using a new set of “maps” 
with which to navigate through life (Martin, 1998). 
Outcomes after a traumatic brain injury are very diverse, ranging from a  
vegetative state or death, to the recovery of most functions, with the resumption of all 
pre-injury activities (Marion, 1999).  The nature of the damage, and therefore the 
predictive outcome and quality of recovery, depends on various factors (Parker, 1990).  
These factors are the severity and nature of the injury, coma depth and duration, post-
traumatic amnesia, the locus and degree of primary and secondary pathophysiological 
damage, cellular inflammation, repair regeneration, different impairments improving at 
different rates, rapidity of rehabilitation, the age of the survivor, gender, handedness, 
premorbid personality characteristics, reactive changes in patients and relatives, and 
the demands of the environment for performance (Kay & Lezak, 1990; Macniven, 
1994; Marion, 1999; Martin, 1998; Parker, 1990; Thomsen, 1990).   
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Young children, for example, may find it more difficult to learn new information, 
but they have less stored information to lose and to build on.  Older individuals may 
also experience an impaired ability to learn, but they have more stored information to 
build on.  According to Marion (1999), persons in their late teens and early twenties 
seem to have the best prognosis for recovery after a traumatic brain injury.  At this 
stage of life, the brain has matured, but degenerative changes that complicate 
recovery are minimal.  The ability to recover from traumatic brain injury declines 
steadily from the third decade of life.  This phenomenon has been attributed to an age-
related loss of intrinsic reparative processes of the brain (Marion, 1999).  If memory is 
intact, the brain-injured individual may continue with routine vocational skills and other 
habits, though with less flexibility (Fabiano & Daugherty, 1998; Parker, 1990). 
In a study by Brown et al. (1992), recovery was measured in six different areas 
of functioning: neuropsychological performance, family relationships, psychological 
problems, activities of daily living, employment status, and physical status.  Recovery 
quotients were computed for participants on all variables.  The recovery quotients 
suggested that outcome for family relationships was worse in the severely injured 
patients, better in the moderately injured, and best for persons who sustained mild 
injuries.  Regardless of the life -function area and the level of severity (mild, moderate, 
or severe), no participant had a full recovery. 
  Research further indicates that baseline functioning cannot be easily 
predicted, as each traumatic brain injury is different in nature, and each recovery 
should be seen as a unique process (Prigatano, 1999).  Findings regarding increased 
rehabilitation after brain injury have indicated that a ceiling effect beyond which no 
further response is observed, does not exist (Shiel et al., 2001).  Patients can recover 
and improve for up to seven years post injury, and although the rate of recovery may 
vary over time, some studies have indicated that most recovery takes place within the 
first 12 to 24 months after injury (Morse & Montgomery, 1992; National Institutes of 
Health, 1998; Parker, 1990; Prigatano, 1999; Schatz et al., 2001).  Both patients and 
families consistently report continued improvement over time, although the rate of 
improvement gradually slows, relative to the initial stages and the areas of 
improvement.  
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Although there is no totally accurate criterion of prognosis, limited access to 
specialised medical and rehabilitation services has been linked to poor outcomes 
(Kolakowsky-Hayner, Kreutzer & Miner 2000; Parker, 1990).  Early rehabilitation also 
results in recovery that is more rapid and is cost-effective, when compared to 
rehabilitation care at a later stage of recovery (Garner & Valadka, 1994).   
There is one “person variable” that seems absolutely essential for the 
successful rehabilitation of the head-injured person.  This variable is the head-injured 
person’s capacity for becoming aware of his or her deficits and limitations, accepting 
the reality of a new self, and being willing to set and accept new goals.  Unfortunately, 
it appears that executive dysfunctions limit self-awareness (Kay & Lezak, 1990).  In 
essence, brain injury is a lifelong trauma that requires lifelong treatment and care by 
family members. 
 
2.4.5 Future brain injury rehabilitation  
The future promises exciting developments in neuropsychological rehabilitation,  
both through the greater application of recent developments in technology and 
neuroscience, and through the new scientific and technological advances.  However, 
the full benefits for brain injury patients will not be realised unless the range of clinical 
services is expanded, and training opportunities for staff are regularly updated with 
new and relevant information (Oddy & McMillan, 2001).  This study aims at 
contributing to research on the needs of families following adult traumatic brain injury.  
Furthermore, by giving feedback to management and staff at a rehabilitation hospital 
regarding the results obtained in this study, a further contribution to the research on 
the needs of families following adult traumatic brain injury will be made. 
 
2.5 Summary and preview 
This chapter reviewed traumatic brain injury pertaining to its epidemiology,  
nature, severity, and resulting deficits.  The rehabilitation process and the role of the 
family during rehabilitation were explored, as well as research on the benefits and 
future of rehabilitation programmes.  It has been strongly suggested that the family 
plays a critical role in rehabilitation, and that added research on family needs is 
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required to develop beneficial rehabilitation programmes in South Africa.  Traumatic 
brain injury does not affect only the life of the person sustaining the injury, but has far-
reaching consequences for the family.  In the following chapter, literature pertaining to 
the impact of traumatic brain injury on the family will be presented. 
 
CHAPTER 3 
FAMILY NEEDS FOLLOWING TRAUMATIC BRAIN INJURY 
 
More and more disabled persons, salvaged because of a more 
efficient treatment, [are] bringing home the truth that a major head 
injury can be a disaster not only to the victim but also to his family 
and dependents, as well as being a heavy charge on the community 
and its over-strained hospital services (Potter, 1967, p. 576). 
  
3.1   Introduction 
Camplair et al. (1990) stated that rehabilitation professionals should be 
knowledgeable about family reactions, functioning, and needs, following the brain 
injury of a relative.  This is essential, since relatives so often assume the primary 
caregiving responsibilities for years after the injury.  Rehabilitation professionals 
should therefore acquire accurate information regarding family reactions, functioning, 
and needs, in order to better understand and respond to these needs.  Information 
about family outcome and needs is also essential in order to develop programmes and 
services that facilitate the family’s, and therefore the brain-injured person’s, 
adjustment to disability following traumatic brain injury (April, 1997; Bekker, 2000; 
Lezak, 1995; Martin, 1988).   
Given the importance of studying family needs following traumatic brain injury, 
the aim of this chapter is to initially give a brief overview of the literature regarding the 
impact of traumatic brain injury on the family as a theoretical background, and then to 
discuss research related to family needs following the traumatic brain injury of an adult 
family member.  Accordingly, this chapter provides a brief definition of a “family”, and 
presents research pertaining to the Family Life Cycle (FLC), family crisis, reactions 
and adjustment, following the head injury of a loved one.  It further provides a 
description of the term “family needs”, and explores the needs of families following the 
traumatic brain injury of a family member.  Emphasis is placed on studies employing 
the Family Needs Questionnaire (FNQ) (Kreutzer et al., 1988), which is pertinent in 
the context of the present study.   
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3.2   Definition of a family 
According to numerous family theorists, a family is a group of two or more  
individuals who share goals and identity, and who are concerned with providing 
certain physical and emotional needs to its members (Bandler, Grinder, & Satir, 1976; 
Becvar & Becvar, 2000; Walsh, 1996).  In this study, a family or family system will 
include individuals such as parents, siblings, spouses, partners, children, in-laws, 
extended family members, stepfamilies, and any other person who is identified as 
family, as well as the traumatically brain-injured individual.  From a family systems 
perspective, the person who sustained the traumatic brain injury is therefore always 
included in the family system (Bekker, 2000).  For the purpose of this study, emphasis 
will be placed on studying the needs of the family members of adult traumatic brain- 
injury individuals who have partaken in the caregiving of their brain-injured relative. 
 
3.3   Impact of traumatic brain injury on the family 
Every family is a system of relationships, roles, and delicate interpersonal  
balances, and is characterised by “homeostasis”, a state of balance or equilibrium.  
Any internal change (e.g., death, divorce) or external change (e.g., loss of job, move 
to a new city) disrupts this equilibrium and could throw the family out of balance.  The 
family system instinctively seeks to right itself by establishing a new homeostasis, 
often with an altered set of roles and relationships (Kay & Lezak, 1990).  An acute 
illness could be considered as an internal change and is typically associated with an 
emergency reaction, resulting in the suspension of normal routines and the 
mobilisation of all available energies and resources to cope with the trauma for a 
specified period of time (Daniel, 1991).  Traumatic brain injury can, however, be seen 
as a chronic illness, which may involve adjustment of broad aspects of life-style over 
an extended, even undetermined, period.  This striving for adjustment impacts on both 
the brain-injured member and the family as a whole (Lezak, 1988; Stambrook, Moore, 
Gill & Peters, 1994).  Traumatic brain injury therefore happens to the entire family, not 
just to the injured person.   
Although traumatic brain injury is recognised as a sudden and unexpected 
intrusion into the family system, the literature focuses mainly on the traumatic brain-
injured survivors (April, 1997; Bekker, 2000).  Since the early 1970s, researchers have 
become increasingly concerned about the impact of traumatic brain injury on the 
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family, and during the 1980s considerable attention was given to the study of 
burden, as experienced by the families of traumatic brain-injured individuals (Camplair 
et al., 1990).  According to Stambrook et al. (1994), the impact of a traumatic brain 
injury will depend on: (a) the stage of the family system within its developmental life 
cycle, (b) the developmental stage of the individuals in the family, (c) the relationship 
of each family member to the brain-injured victim, and (d) the structural and 
interactional shifts the family is able to make in coping with the impact of injury-related 
changes. 
Jackson and Gouvier (1992) identified eight primary traumatic brain injury 
deficits likely to impact on normal family functioning: (a) presence of cognitive deficits, 
(b) disorders of communication, (c) frontal lobe behaviour, encompassing such 
behaviours as flat affect, irritability and disinhibition, (d) emotional regression, (e) 
social withdrawal, (f) inappropriate social behaviour, (g) depression, and (h) an 
inability to resume the premorbid role in the family, which is often associated with 
feelings of grief, anger, and guilt among various family members.  The overall findings 
of research furthermore indicate that family members, specifically caregivers, can 
experience adverse effects as a result of caring for a person years after the brain 
injury (Marsh, Kersel, Havill & Sleigh, 2002).  A study done by Frosch et al. (1997) 
showed the ongoing behavioural, personality and emotional effects of the survivors of 
traumatic brain injury still having an impact on the caregivers and family members 
more than 15 years post-injury.  Brooks et al. (1986) interviewed a close relative of 
each of 42 severely head-injured survivors at five years post-injury.  They reported 
that the best predictor of strain in the relative was the magnitude of behavioural and 
personality change in the survivor, and that these relatives experienced more strain 
five years post-injury than one year post-injury. 
    
3.3.1 Family Life Cycle (FLC) 
The Family Life Cycle (FLC) model views symptoms and dysfunctions in any 
family system in relation to normal functioning over time.  This model views therapy 
and rehabilitation as helping to reestablish the family’s developmental homeostasis 
(Marsh et al., 2002).  Stambrook et al. (1994) identified the major normative 
developmental challenges facing the family system as time-driven and associated with 
stages of life consisting of: (a) the family with young children, (b) the family with 
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adolescents, (c) launching children and moving on, (d) between families: young 
unattached adults, (e) joining of families through marriage and (f) the family in later 
life.  Figure 3.1 illustrates this spiral of development, as well as the many factors that 
could intrude upon the cycle’s unfolding, specifically related to traumatic brain injury. 
 
Figure 3.1 
Stages of the Family Life Cycle (FLC)  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
(Source: Stambrook et al., 1994, p. 340) 
 
Stambrook et al. (1994) view the occurrence of traumatic brain injury as posing 
the family specific challenges which must be confronted, and which are over and 
above their normal developmental tasks.  Normally, the family deals with life stresses 
and developmental crises throughout the stages of the life cycle.  Some of these 
challenges have the effect of creating greater cohesion (i.e., centripetal forces), while 
others have the effect of creating emotional distance between family members (i.e., 
centrifugal forces) (Walsh, 1996).  The arrows in Figure 3.1 correspond to the 
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hypothesised direction of stressors, with inward directed arrows reflecting centripetal 
forces, and outward arrows reflecting centrifugal forces (Stambrook et. al., 1994).   
The sequelae of traumatic brain injury can lead to a substantive alteration in the 
injured family member’s ability to play a role in the give-and-take of family life.  
Furthermore, family members lack professional training, and so the interpersonal, 
behavioural, and cognitive problems displayed by the brain-injured family member are 
likely to appear insurmountable.  Inability to meet personal needs, assumption of 
additional household and work responsibilities, and the responsibility of caring for 
uninjured family members often prove overwhelming (Kreutzer et al., 1990a).  The 
magnitude and quality of this alteration to the normal family developmental cycle 
causes a ripple effect.   
 
3.3.1.1 Family life changes 
A number of researchers have investigated family life changes and disruption 
following traumatic brain injury.  Research shows that more than half of traumatic 
brain-injury survivors develop severe behavioural and emotional problems that 
interfere with family life (Frosch et al., 1997).  It appears that mental, rather than 
physical deficits, offer the most stress, and lead to most changes in everyday family 
functioning  (Frosch et al., 1997; Greer et al., 1992; Parker, 1990).  Thomsen (1990) 
found that personality changes in the traumatic brain-injured individual created the 
greatest difficulties in family daily living.  These changes included irritability, anger 
outbursts, aspontaneity, restlessness, forgetfulness, slowness, fatigue, impulsiveness, 
emotional regression, liability, tension, anxiety and stubbornness (Frosch et al., 1997; 
Hibbard et al., 2000; Kreutzer, Zasler, Camplair & Leininger, 1990b; Lezak, 1978; 
Parker, 1990; Willer et al., 2001).  In agreement with Thomsen (1990), Lezak and 
O’Brien (1988) suggested that characteriological alterations create the greatest life 
changes in family relationships after head injury.  It is evident from the literature that 
the lives of family members, significant others, and caregivers, change dramatically 
and that there appear to be various physical, emotional and behavioural reasons for 
this change to occur.  
In a study conducted by Marsh et al. (2002), 52 primary caregivers were 
assessed at six months and one year post-injury.  The most frequently reported 
changes were having less time for themselves (71%), increased anxiety (67%), 
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changes in sleeping pattern (60%), less privacy (60%), changes in their financial 
situation (54%), and changes in their relationships (52%).  Increased physical illness 
(6%), increased use of medication (8%), and increased use of alcohol or other non-
prescription drugs (17%) were the least frequently reported changes. 
Although it is important to note the various reasons for such a change in family 
life, it is even more important to note that family members are unprepared for this 
change.  For example, the brain-injured individual may require so much attention that 
the freedom of other family members is limited (Parker, 1990).  Loss of earnings may 
occur precisely when there are higher medical bills.  Impaired personal 
responsibilities, memory problems, change in intellectual capacity, problems with 
driving, problems with time, loss of skills, inflexibility, inability to cope with change, and 
loss of social ability on the part of the brain-injured individual, can all force a family to 
change accordingly (Kreutzer et al., 1990b; Lezak, 1978; Zencius & Wesolowski, 
1999).  Spouses of brain-injured individuals are disturbed by their mates’ inability to 
perform, a reduced ability to be affectionate, and increased childishness, dependency, 
aggression and irritability.  Wives are described as becoming depressed, lonely, and 
isolated, and tending to assume their husbands’ roles (Parker, 1990).  It is also 
believed that the rate of mental illness is increasing in the brain-injured population and 
in the members of the families, since a sudden disruption such as traumatic brain 
injury impairs the resources available to avoid and cope with life changes caused by 
the injury.  Such mental illnesses can include anxiety disorders, depressive disorders, 
paranoia, regression, mania and cerebral personality syndromes (Hibbard et al., 2000; 
Parker, 1990).   
  Prigatano (1999) is of the opinion that practical psychotherapy is extremely 
important for the family as they face change in their life.  Dealing with the problem of 
normality that has been lost after brain injury can be a formidable task.  While the 
process is by definition highly individualised, helping families reestablish a sense of 
meaning in life after brain injury is the cornerstone of such psychotherapeutic 
interventions.   
 
3.3.1.2 Family role changes 
Christensen (1998) defined a “role” as a characteristic and expected pattern of 
social behaviour associated with occupancy by an individual of a distinctive position in 
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society.  Human needs are met by fulfilling roles and allowing persons to participate 
in society through work, family, hobbies and religious affiliations.  “Role change” is 
defined in terms of role gain or role loss.  Role change occurs as part of the normal 
developmental process, which may be disrupted by an event such as traumatic brain 
injury.  Role gain is considered to be a role that was absent before the traumatic brain 
injury, but is present after the injury.  Conversely, role loss is a role that was 
performed prior to the traumatic brain injury, but is absent after the injury (Frosch et 
al., 1997).  According to Prigatano (1999), the roles of family members become 
disrupted and often change following brain injury. 
Although this section will focus mainly on the role change experienced by family 
members, it is extremely important to note that the brain-injured survivor also 
undergoes role changes as a result of the cognitive, emotional, and behavioural 
sequelae of the injury.  Hallet, Zasler, Maurer and Cash (1994) collected information 
regarding role change in individuals who had experienced traumatic brain injury.  They 
suggested that individuals suffering a traumatic brain injury often underestimate the 
extent of the role changes incurred subsequent to the injury, as compared to the 
family members’ report on those role changes.  Subsequently, this dissonance is a 
source of stress and conflict for brain-injured individuals and their families, as it 
appears that most individuals with brain injury either lose their role or have significant 
role changes.  Even if the role change is necessary only on a temporary basis, it is 
often difficult for the individual with disabilities to re-acquire the role (Willer et al., 
2001).   
In Hallet et al’s. (1994) study, a semi-structured interview was administered to 
28 adults ranging in age from 18 to 52 years, who had experienced a traumatic brain 
injury.  In this study, at least eight months had elapsed since the injury, and 79% of 
the participants lived with significant others or family members.  Specific roles 
identified in the checklist included the following: worker, family member, hobbyist, 
friend, caregiver, home maintainer, religious participant, volunteer, and student.  Each 
participant identified at least one role change, 64% identified three to four role losses, 
48% reported no role gains, and 46% reported one role gain.  In addition to this, 
Tyerman and Booth (2001) reported that brain-injured persons contribute much less to 
practical, social, and parenting roles.  They added that family members often have to 
adjust their lives to the new reality of living with a “changed” person.  Roles and 
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relationships within the family change accordingly, often many times, and the entire 
family system must adapt. 
Initially, when a family member becomes ill, the remaining healthy members 
devote some of their time and energy to assist the ill member (Daniel, 1991).  Willer et 
al. (2001) reported that members of the extended family and friends tend to be very 
supportive immediately after the injury.  Within a year, the network of support is 
usually greatly reduced, significantly altering the role of all family members who take a 
more supportive role whilst extended family members drift away.  Also, when a brain-
injured family member’s injuries take on a more chronic form, the task of caring for him 
most often comes to be assumed by one particular family member, the primary 
caregiver.  The care-giving role is a significant factor in the stress experienced by the 
family.  The caregiver is typically defined as the family member who provides primary 
care to the brain-injured patient – usually the spouse or parent (particularly the 
mother) of the victim (Jackson & Haverkamp, 1991).  The caregiver may, over time, 
come to experience role overload, and be unable to carry out all the demands made 
on him or her (Daniel, 1991).  In adjusting to these role changes, caregivers may face 
different concerns and challenges.  This in turn will necessitate further role changes in 
the rest of the family, if adaptation is to be achieved. 
It has been found that the parent-child relationship absorbs the stress of head 
injury in the family better than the husband-wife relationship (April, 1997; Stambrook et 
al., 1994).  This may be due to the nature of the parent-child relationship, as no role 
change occurs after the injury.  However, in contrast to this, Degeneffe (2001) points 
out that parents may face an extended parenthood, often at a stage when it is 
expected that parenting responsibilities should lessen.     
With regard to the husband-wife relationship, what was once an equal 
partnership now has to change to one spouse assuming the role of surrogate mother, 
father, and nurse.  This change in roles, where one partner has to assume control 
over the other, has implications for effective family functioning and adjustment (April, 
1997; Bekker, 2000; Degeneffe, 2001; Parker, 1990; Willer et al., 2001).  The stress 
experienced in marriages following traumatic brain injury has been well documented.  
Studies in this area demonstrate convincingly that wives of head-injured patients face 
dramatic life changes, including major role shifts in parenting, finances, and family 
management (Kreutzer et al., 1990b; Stambrook et al., 1994).  Many spouse 
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caregivers stay in the marriage relationship solely because they are concerned 
about the injured spouse’s future (Jacobs, 1989; Lezak, 1978).  Powell and Wood, 
(2001) concluded that rehabilitation programmes must include spouse caregivers, and 
that the focus must be on the adjustment of both parties to their new circumstances 
and roles.   
Siblings of people with traumatic brain injury can feel neglected by parents who 
focus most of their energies on the injured family member.  Siblings may be asked to 
perform additional family chores and are often expected to assume different roles 
within the family (Degeneffe, 2001).  Along with other family members, children 
sometimes provide care to a parent with traumatic brain injury.  Children can 
experience anger towards the injured parent, often because of the injured parent’s 
potentially embarrassing behavior, and the disruption the injury has on the child’s 
developing sense of independence and autonomy (Degeneffe, 2001; Lezak, 1978). 
Researchers are in agreement that a head injury to a family member 
dramatically alters the balance of the family system.  As time goes by, the family faces 
the task of readjusting its roles and relationships to acknowledge the changed 
capacity of the injured member (Kay & Lezak, 1990).  Additionally, behavioral effects 
may also influence the number of role changes experienced.  Frosch et al. (1997) 
illustrated that caregivers who reported a greater number of behavioural effects in their 
brain-injured relatives, also reported a greater number of role changes.  They also 
suggested that professionals should assist in facilitating new role development within 
brain-injured families. 
 
3.3.2 Family crises 
According to April (1997), the family has to confront major medical, 
psychological, and social crises throughout the course of survival and recovery from 
traumatic brain injury.  A brief literature overview regarding the major crises faced by 
head-injured families is presented here, according to three interrelated stages 
conceptualised by Stambrook et al. (1994) namely: (a) the in-patient stage, (b) 
discharge from hospital stage, and (c) the discharge from outpatient services stage.  
Although psychological counselling will not protect family members from the pain that 
marks these stages, psychologists and other rehabilitation professionals need to 
understand how head injury can disrupt families during each stage, as well as the 
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needs experienced by these families during these stages.  By developing this 
understanding more fully, they will be able to help affected families work through these 
stages more rapidly and with less distress (April, 1997; Lezak, 1995). 
 
3.3.2.1 In-patient stage 
After the confrontation with the initial trauma, the family is usually concerned 
with whether their family member will live or die (Greer et al., 1992).  All resources are 
focused on the survival and medical recovery of the patient (Kay & Lezak, 1990).  
Emotional reactions during this time commonly include shock, disbelief, denial, and 
anger (April, 1997; Kreutzer et al., 1990b).  According to April, it is very unlikely that 
families discuss future care at this stage.  As the coma lifts, families are confronted 
with patients who typically go through stages of confusion, disorientation, marked 
cognitive dysfunction, and disinhibited behaviour.  This period is frequently difficult for 
families, following the resolution of the coma, as their expectations typically are that 
there will be a rapid resolution of symptoms and a return to normalcy. 
Following the resolution of the life and death crisis, families tend to be happy 
that their loved one has survived, and concern themselves with rehabilitation 
possibilities.  It is during this time that families believe that their loved one will fully 
recover (Jackson & Haverkamp, 1991).  Kay and Lezak (1990) reported that families 
begin to worry about the extent of “recovery”, but are generally encouraged by the 
inevitable gains.  Often this elation does not last for very long, as they begin to realise 
that the sequelae are substantial and permanent.  The common reactions to this 
include frustration and anxiety, and anger towards the medical personnel (April, 1997; 
Bekker, 2000).  Many researchers agree that a considerable amount of stress is 
caused by the prognostic uncertainty of the injury (Martin, 1998; Parker, 1990). 
 
3.3.2.2 Discharge from hospital stage 
A second major crisis often arises when the patient has to be discharged  
and the family is confronted with the responsibility of patient care.  This responsibility 
is usually realised only after the initial ”honeymoon” feelings of relief and gratitude 
subside as the months go by (Kay & Lezak, 1990; Kreutzer et al., 1990b).  As time 
progresses, the focus on the patient’s physical disability diminishes, and the problems 
relating to behavioural and emotional changes, as observed by the relatives, are 
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highlighted as creating a great deal of stress in the familial context (April, 1997).  
Results from various studies have found a marked tendency for the physical deficits to 
improve within the first year.  However, emotional disturbances due to the injury do not 
show this tendency, and these are reported by relatives to be much more difficult to 
deal with (Oddy, Coughlan, Tyerman & Jenkins, 1985). 
As the irritating and difficult changes in the person become noticeable, the 
family must face and deal with many changes in various areas of the patient’s life, 
particularly with personality changes and psychosocial difficulties.  As mentioned 
before, the mental sequelae, including personality change, are experienced as being 
more problematic for families than physical changes fo llowing traumatic brain injury 
(Stambrook et al., 1994).  Researchers are also in agreement that most relatives 
struggle to accept personality change, and the accompanying emotional instability of 
the patient remains a major long-term stressor for them.  It is also during this stage 
that families have to reassess their situation with regard to role allocation, where 
certain members have to assume new roles in the family system (April, 1997).  By the 
end of the first year, frustration and anger may begin to set in, as family members 
realise that they are living with a changed, and possibly very difficult, person.  
Professional counselling and guidance are often needed, and are very helpful during 
this period (Kay & Lezak, 1990; Prigatano, 1999).   
 
3.3.2.3 Discharge from outpatient services stage 
A third crisis occurs when the patient is terminated from the therapies and  
support that initially were available to him (April, 1997).  The family is now forced to 
face the long-term rehabilitation challenges largely on their own.  Often families 
experience feelings of abandonment, fear, and isolation, as they are faced with the 
grave task that lies ahead (Stambrook et al., 1994).  According to April (1997), family 
members complain that they do not have enough time to pursue  activities they 
enjoyed before the accident.  Very often the person who assumes the role of primary 
caregiver bears most of the burden, and may resent this, but is often afraid to speak 
about his own needs, for fear of being perceived as selfish (Stambrook et al., 1994).  It 
again appears that there is agreement among researchers that it is emotional and 
social adjustment, rather than physical symptomatology in the patient, that remains 
the greatest stressor for the family during this stage.  Research indicates that this 
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stressor does not abate with time, but that it involves long-term coping and 
adjustment implications for the family (April, 1997; Kay & Lezak, 1990).   
Financial distress appears to be another major crisis during this stage.  
Because of the many hospital and rehabilitation expenses, families find themselves in 
debt, and struggling to cope financially (Kreutzer et al., 1990b).  The social support 
network may not always appreciate some of the changes of role, finance, and family 
that have occurred over the course of recovery.  A diminished or limited social network 
can seriously impair the family’s ability to integrate into normalised community settings 
(Zencius & Wesolowski, 1999).  The identification of support for families should be 
carried out with the help of rehabilitation professionals, as this may aid families during 
the long and costly recovery process. 
 
3.3.3 Family reactions 
The similarity of perceptions among professionals very likely reflects the fact 
that families’ long-term reactions are usually normal responses to an unexpected 
event which has long-term negative consequences (Kreutzer et al., 1990a).  The 
nature and severity of problems experienced by family members will differ from family 
to family.  Some families may cope well with situations that, to the outsider, might 
appear impossible to cope with, whereas other families are crippled by apparently 
minor changes in the brain-injured relative (April, 1997).  Consequently, it is not easy 
to predict which families will show which reaction, as this may be dependent on their 
premorbid cohesiveness, family attitudes about illness and responsibility, and financial 
and social support (April, 1997; Lezak & O’Brien, 1988). 
 A number of studies have emphasised the reactions of families following 
traumatic brain injury (April, 1997; Kreutzer et al., 1990b; Machamer, Temkin & 
Dikmen, 2002; Mauss-Clum & Ryan, 1981; Oddy et al., 1985; Panting & Merry, 1972; 
Stambrook et al., 1994; Zencius & Wesolowski, 1999).  Panting and Merry were 
among the first investigators to examine family members’ post-injury reactions.  
Follow-up information was obtained by interviewing relatives of 30 severely head-
injured British soldiers, who had been hospitalised in a rehabilitation unit during a five-
year period.  High levels of strain were reported from all family members, especially 
patients’ spouses.  Panting and Merry also noted that nearly two thirds of the relatives 
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utilised potentially harmful coping strategies, by using tranquilisers or sleeping pills, 
whereas none had required these medications prior to the injury.   
In a questionnaire completed by both wives and mothers of long-term head-
injury victims, Mauss-Clum and Ryan (1981) found that most respondents said that 
they had experienced frustration, irritability, and annoyance.  In addition, most wives 
reported feelings of depression and anger, and complained of decreased time for 
themselves, and of financial insecurity.  Almost half of the wives identified with the 
statement: “I’m married, but don’t really have a husband” (Mauss-Clum & Ryan, p. 
168).  The percentages of wives and mothers reporting feelings of anger were 63% 
and 45%, respectively.  Nearly half of all wives and one fifth of mothers reported 
feelings of guilt. 
A British research group (Oddy et al., 1985) further investigated family 
reactions at approximately seven years post-injury.  Relatives completed a checklist 
designed to assess emotional distress.  Seventeen percent of the family members 
reported clinically significant levels of depression or anxiety.  In another study, 
Machamer et al. (2002) examined the caregiving experiences of 180 family members 
of people with moderate to severe traumatic brain injury at six months post-injury, as 
well as factors related to overall reactions.  The results indicated that, although 
positive and negative reactions and experiences were commonly reported, the 
majority of the relatives endorsed positive experiences and reactions, although at least 
20% of the sample endorsed negative experiences and reactions.  These results differ 
from the literature, which emphasises a predominance of negative reactions and 
experiences (April, 1997; Kay & Lezak, 1990; Lezak & O’Brien, 1988; Kreutzer et al., 
1990b; Mauss-Clum & Ryan, 1981; Panting & Merry, 1972; Stambrook et al., 1994).  
Machamer et al. suggested that their results of an overall positive experience could 
have been influenced by several factors, such as the possibility that they did not select 
a sample that was closely involved in caregiving.  The overall positive report of family 
members in this study may also have been a reflection of the relatively early time-
frame after the relative had sustained the head injury.   
The reaction of siblings might depend largely on the parents’ reactions, and on 
their own levels of understanding (Stambrook et al., 1994).  Frequently, the siblings of 
brain-injured family members are inadvertently neglected.  This usually occurs 
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particularly in the early course of recovery from the injury, because most of the 
attention is paid to the patient.   
 
3.3.3.1 Family burden 
Since the 1980s, researchers have used the term “family burden” to describe 
family reactions to traumatic brain injury.  Various aspects of family burden have been 
investigated, namely family perception of burden, the extent of burden experienced by 
the family, the relation between burden and emotional distress, and burden as it 
relates to psychosocial functioning (April, 1997; Bekker, 2000; Brooks et al., 1986; 
Camplair et al., 1990; Daisley et al., 1999; Franulic et al., 2000; Kolakowsky-Hayner, 
Miner & Kreutzer, 2001; Livingston, Brooks & Bond, 1985a, 1985b; Yuriko et al., 
2000).  Living with socially de-skilled people who have undergone major personality 
change can be a considerable burden, resulting in strained marriages and 
relationships (Daisley et al., 1999; Powell & Wood, 2001).   
The burden experienced by relatives of head-injured individuals is often 
reported in the literature.  The term “burden” pertains to the changes brought upon the 
family by the presence of the injured person, as well as symptoms in the patient that 
have resulted directly from the injury (April, 1997).  In addition, another aspect of this 
“burden” is the stress felt by the family members responsible for the caretaking 
process.  The burden experienced is often qualified as being objective or subjective.  
“Objective” and “subjective” burden definitions are in line with prior research on 
families of chronically mentally ill persons (Hoening & Hamilton, 1967).  “Objective 
burdens” are defined as the head-injured person’s residual problems.  “Subjective 
burdens” are defined as the amount of psychological strain attributable to patient 
changes.   
McKinlay, Brooks, Bond, Martinage and Marshall (1981) examined caregiver 
burden for 55 severely head-injured adults, with the duration of post-traumatic 
amnesia (PTA) averaging 21 days.  The relative with the primary caregiving 
responsibility was interviewed at three, six, and twelve months post-injury.  McKinlay 
et al. reported that the subjective burden was significantly related to the length of post-
traumatic amnesia at the three-month assessment, but not at twelve months post-
injury.  Subjective burdens were further significantly associated with emotional 
problems, subjective complaints, and disturbed behaviour in all assessments.  Burden 
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ratings were significantly associated with the number of memory problems and the 
level of dependency at six and twelve months post-injury. 
Brooks and McKinlay (1983) further investigated links between personality 
changes and the burden experienced by relatives.  The relationship between adverse 
personality changes and subjective burden was significant, and increased over the 
first year post-injury.  Brooks and McKinlay therefore concluded that caregivers were 
less able to tolerate personality changes over time.  In another study by Brooks et al. 
(1986), it was concluded that the relationship between the burden on relatives, and 
personality changes of the head-injured victim, seems to intensify over time.  In this 
longitudinal study of 42 patients and their relatives over a five-year period, Brooks et 
al. found that the strain of the injury actually increased for the relatives over the first 
five years following the injury.   
In another report, Brooks et al. (1987) evaluated subjective burden, employing 
cross-sectional data obtained from 134 relatives.  Relatives were divided into four 
groups based on time post-injury (0 – 3 years, 3 – 4 years, 5 years, and 5 – 7 years).  
Subjective burden ratings were similar across groups.  These researchers indicated 
that the trend observed was that relatives of persons with shorter lengths of post-
traumatic amnesia reported either low, medium, or high burden, but the relatives of the 
persons most severely injured consistently reported high subjective burden.  Relatives’ 
characteristics that might be related to subjective burden were also investigated in this 
sample (Brooks et al., 1987).  Burden ratings were significantly associated with the 
perceived accessibility of help.  Although half of the relatives in the high burden 
category did not report a need for help, no clear differences were found between 
parents and spouses, or mothers and wives, regarding the proportion of each group 
reporting low, medium, or high burden.   
In contrast to some of the above findings, Stambrook et al. (1994) reported that 
wives perceived their burden to be greater than did mothers, and the latter were found 
to view their perceived burden as decreasing over time.  Stambrook et al. (1994) 
further reported that the issues rela ted to mild and moderate traumatic brain injury are 
no less complex and problematic for families, as patients frequently report 
postconcussional symptoms that may well have a neuropsychological and 
neurological basis long after they have normal neurological examinations and normal 
imaging studies.   
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Livingston and Brooks (1988) point out that studies of family burden tend to 
focus on the caregiving relative of the family unit.  However, the authors point out that 
the caregiver may not be the most burdened family member.  A member of a family 
system who is not involved to any great extent with the care of the brain-injured 
member may experience anxiety, and in some cases may exert a dysfunctional 
influence on the family.  The authors suggest that this may be generated by 
resentment of the care and attention of the brain-injured family member, or by the 
altered social functioning and status of the family as a consequence of the injury. 
The extent of family burden was underscored by Jacobs (1988), who surveyed 
142 families of severely head-injured individuals.  Families identified themselves as 
the primary long-term providers of care and rehabilitative therapies for the head-
injured relative.  They assumed roles as caregivers and therapists, despite the virtual 
absence of formal training that might have assisted them in these roles.  Jacobs 
commented that the wide range of the head-injured individual’s long-term needs, and 
the unavailability of needed services, often impaired or destroyed the family unit. 
 Marsh et al. (2002) assessed 52 primary caregivers of people with a severe 
traumatic brain injury at six-months and one year post-injury.  Caregiver psychosocial 
functioning and levels of subjective and objective burden were also assessed.  At six 
months post-injury, approximately one third of caregivers reported clinically significant 
symptoms of anxiety and depression, and poor social adjustment.  By one year post-
injury, the prevalence of anxiety and depression remained the same, although only 
one–quarter continued to report poor social adjustment.  Research reports that social 
network density usually decreases, leaving the burden of support primarily on the 
immediate family (Kreutzer et. al., 1990a).  An obvious gap in the previous literature 
on caregiver burden following traumatic brain injury is the absence of reports on the 
objective impact of caring for a brain-injured relative.   
 
3.3.3.2 Family emotional distress 
In addition to perceptions of burden, emotional distress experienced by the  
family has also been studied.  Livingston, Brooks and Bond (1985b) assessed 
relatives’ emotional distress and impaired psychosocial functioning.  These 
researchers compared distress by caregivers of severely head-injured persons to that 
reported by caregivers of mildly head-injured persons.  It was found that caregivers of 
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persons with severe head injury were significantly more anxious than the 
comparison group.  Interestingly, caregivers of persons with severe head injury were 
not more depressed than caregivers of persons with mild head injury.  Livingston et al. 
(1985a) additionally conducted six- and twelve-month assessments with severely 
head-injured persons and their relatives.  Significant anxiety was reported by more 
than one third of relatives at three, six, and twelve months post-injury.  One fifth to one 
fourth of caregivers were significantly depressed at each interval.  Livingston et al. 
(1985a) concluded that the high levels of emotional distress experienced by relatives 
do not change significantly during the first year post-injury.   
Novack, Bergquist, Bennett and Gouvier (1991) conducted a study to  
determine the anxiety levels of 45 primary caregivers (aged 22–68 years) of 
traumatically head-injured individuals.  These researchers reported that anxiety was a 
major problem at rehabilitation admission, but that it had improved by the time the 
patient was discharged.  Similar levels of anxiety were also noted at a three-month 
follow-up.  Novack et al. concluded that caregiver anxiety was not related to level of 
disability of the injured person, and might, in part, be related to the style of coping with 
stress. 
In a study conducted by Marsh et al. (2002), it was found that at six months 
post-injury, approximately one third of the 52 caregivers reported clinically significant 
symptoms of anxiety and depression, and poor social adjustment.  By one year post-
injury, the prevalence of anxiety and depression remained the same, although only 
one quarter continued to report poor social adjustment.  According to Lezak (1978), 
depression comes and goes with the patient’s ups and downs, and the amount of 
freedom and satisfaction they can gain for themselves.  Marsh et al. further concluded 
that the behavioural and cognitive problems of the brain-injured relative play a larger 
role in the level of distress experienced by the caregiver as time goes on.  Those 
behaviours causing the greatest degree of distress were anger, mood changes, and 
lack of interest in things.  Increased physical illness, less time for themselves, and 
change in employment were also reported as causing stress for the caregiver.  Frosch 
et al. (1997) confirmed this finding, and are of opinion that behavioural problems lead 
to the highest levels of distress for caregivers and family members. 
Stambrook et al. (1994) and Willer et al. (2001) noted that wives whose 
partners has suffered traumatic brain injury reported significantly more depressed 
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affect, less cohesion, and less overall marital satisfaction than wives of spinal cord-
injured patients who were wheelchair-bound.  In addition, Flanagan et al. (2000) state 
that, as satisfying sexual relationships have physical, emotional, and, psychological 
components, the physical aspects of disability often interfere with normal sexual 
functioning, adding to depression, diminished self-esteem, and frustration, for both 
sexual partners.  Kreutzer et al. (1990b) also report that self-centredness, 
childishness, irritability, and other characteriological alterations arising from traumatic 
brain injury often interfere with the development and maintenance of intimate 
relationships.  Willer et al. (2001) concluded that spouses have greater family 
dysfunction and increased likelihood of depression when compared to parents of 
adults with brain injury.  It therefore seems apparent that results of research regarding 
emotional distress following traumatic brain injury suggest that the stresses of head 
injury contribute to high rates of psychosomatic, mental and medical illness among 
caregiving family members (Kreutzer et al., 1990b). 
  
3.3.3.3 Family conflict 
 Oddy, Humphrey, and Uttley (1978) investigated friction in families of people 
with head injury, compared to families of people with traumatic limb fractures.  These 
researchers used a semi-structured interview to assess family conflict.  No significant 
increase in the friction between head-injured people and their parents or siblings, as 
compared to persons with traumatic limb fractions, was noted during the first year 
post-injury.  However, there was a tendency for families of both people with a head 
injury, and those with a limb fracture, to report increased friction over time.  Employing 
essentially the same sample and methodology at twelve months post-injury, Oddy and 
Humphrey (1980) reported that communication diminished between people with a 
head injury and their siblings, but not between them and their parents.  Adverse 
personality changes were associated with strained family relationships, especially 
when siblings were present in the home.  At two years post-injury, these investigators 
generally found that people with a head injury were getting along with their families. 
 The presence of aggressive, antisocial behaviour appears to pose the greatest 
threat to a marriage, and seems to lead to an increase in aggressive behaviour in 
other members of the family (Kreutzer et al., 1990b; Willer et al., 2001).  Powell and 
Wood (2001) reported that the divorce or separation rate between head-injury couples 
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appears to be significantly high.  According to Daisley et al. (1999), relationship 
breakdown following brain injury is relatively common.  Within seven years of a severe 
head injury to one partner, at least 30% of marriages end in divorce.  Daisley et al. 
also reported that the likelihood of separation increased with the length of time post-
injury, and was not decreased by the presence of children.  However, the longer the 
couple had been together before the injury, the better the chances were of their 
relationship surviving.  Divorce is considered less often during the early stages of 
recovery.  Thoughts of divorce or separation are more frequent during the process of 
attempted community integration, as wives first begin to consider that their marital 
relationship has been permanently changed for the worse (Kreutzer et al., 1990b).   
Another index is the emergence of battering, and here Rosenbaum (in Powell & 
Wood, 2001) looked at the history of head injury in men who battered their wives.  The 
researchers found that a significantly higher percentage of batterers than non-
batterers had a history of significant head injury; indeed, 53% had had a mild head 
injury, and 21% had had at least a moderate head injury.  Brooks et al. (1986) in a 
five–year follow-up study, found that one fifth of relatives had been physically 
assaulted by a brain-injured family member.  Interestingly, problems with temper 
management actually appeared to increase over time.   
 
 3.3.3.4    Family reactions to rehabilitation 
Some research has also been conducted on the reactions of family members to  
rehabilitation.  The environments to which head injured persons return, are absolutely 
crucial to the nature and extent of their improvement.  Families can facilitate or hinder 
the rehabilitation process in extremely important ways (Kreutzer et al., 1990a).  The 
extent to which families’ expectations are realistic, how well they can balance hope, 
structure, guidance, and protection, to support the head-injured person without 
fostering dependence, are all important factors (Kay & Lezak, 1990). 
 
3.3.4 Family adjustment 
Successful living requires the integrated functioning of complex, 
interdependent, and sometimes antagonistic systems.  Consequently, damage to the 
very organ of adaptation, the brain, is especially impairing, particularly when it is 
accompanied by physical trauma, anxiety, loss of self-esteem, pain, illness, and loss 
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of mobility (Parker, 1990).  As has been illustrated thus far in this study, traumatic 
brain injury impacts on both the affected member and the rest of the family, in a 
multifaceted and complex manner.  Its effect on the individual family is determined by 
the unique factors operating in their situation.  With the potential loss of social and 
vocational roles, an unpredictable and uncertain future lies ahead for not only the 
brain-injured survivor, but also for family and significant others (Ponsford, Olver, 
Ponsford & Nelms, 2003).  Such changes equally affect the family, and given the 
extended time span involved, repeated demands will be made on all members 
throughout the process of adjustment (Degeneffe, 2001).   
According to Martin (1988), families progress through general stages as they 
attempt to adapt to the initial crisis and long-term care of the patient who has 
sustained a head injury.  The stages are reminiscent of Kubler-Ross’s (1969) stages 
relating to grief, and mourning the death of a loved one.  In the case of a relative 
sustaining a head injury, the family goes through a period of mourning the “loss” of the 
pre-injury relative, and they have to rebuild their lives to accommodate the  “new” and 
very different person (April, 1997).  The initial shock stage follows the injury, when 
members of the family often experience a sense of numbness and disorientation, and 
may not be able to think or respond rationally.  It is also during this stage that the 
family experiences an intense feeling of helplessness and fear (April, 1997; 
Degeneffe, 2001).  Denial often occurs once the initial shock subsides.  The family 
may deny the actual existence of the injury, or the extent or permanence of the 
disability.  Once members of the family become aware of the magnitude of the injury, 
they may experience a tremendous sense of sorrow.  This sorrow may stem from 
actually witnessing the pain and suffering the person may be experiencing, as well as 
from the realisation that the patient will never be the same person he was before the 
accident (April, 1997; Parker, 1990).  Anger is usually directed towards the persons or 
circumstances that led to the injury, the medical team, other family members, or the 
rehabilitation team (April, 1997; Prigatano, 1999).  The adaptation stage is 
characterised as a time when the family may be reaching a form of emotional 
equilibrium, and possibly developing constructive adaptation to the patient’s 
disabilities (April, 1997; Degeneffe, 2001; Ponsford et al., 2003).   
Williams and Kay (1991) suggested that grief, burden, and adaptation, for 
families with a traumatically brain-injured family member, is an ongoing process and is 
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not time-bound.  An analysis of the psychological adjustment to the injury requires 
an understanding of the multiple factors that influence both the patient’s reaction 
during the initial recovery, and the adaptation of the patient and family to the long-term 
effects of the injury (April, 1997).  These factors relate to the treatment team, family, 
and sociocultural network systems.  It has further been acknowledged that social, as 
well as long-term, support may help a family to deal with the emotional adjustments 
resulting from traumatic brain injury (Frosch et al., 1997; Ponsford et al., 2003). 
 
3.4   Description of family needs 
Lezak (1978) has stressed the conviction that family members must take care 
of their own needs.  Rehabilitation professionals may be required to reassure family 
members that they must meet their own needs to retain their strength.  Without such 
strength, they cannot effectively help their brain-injured relative, or support other 
healthy family members.  The literature indicates that families of traumatic brain-
injured individuals develop additional needs, and existing needs are neglected as they 
attempt to deal with the traumatic brain injury (Bekker, 2000).   
According to Kolakowsky-Hayner et al. (2001), an understanding of family 
needs following traumatic brain injury is essential for rehabilitation programme 
development.  As mentioned earlier, rehabilitation models need to focus on the 
involvement, support, and needs of the family caregivers, in order to facilitate a 
successful recovery for the survivor with a traumatic brain injury (Frosch et al., 1997; 
Robert-Pariset & Truelle, 1990).  However, Tyerman and Booth (2001) are of the 
opinion that, although meeting the needs of families is vital, it is important not to cast 
family members inappropriately in the role of patients requiring treatment.  Such an 
approach is likely to be rejected by relatives who ascribe the cause of family difficulties 
solely to the traumatic brain injury, with the risk that they will not then engage in family 
support services.   
In this study, “family needs” will refer to all the needs uniquely experienced by 
family members as a result of a relative sustaining a traumatic brain injury.  These 
family needs can include needs related to health information, emotional support, 
instrumental support, professional support, support network, and involvement in care 
(Serio et al., 1995; 1997). 
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3.4.1 Family needs following traumatic brain injury 
April (1997) and Bekker (2000) are of the opinion that it is important to take the 
personal needs of family members into account, as they are so often left alone to face 
the crisis when the brain-injured individual returns home.  According to Camplair et al. 
(1990) and Willer et al. (2001), only a few researchers have attempted to rank or 
otherwise quantify family needs.  Mauss-Clum and Ryan (1981) were among the first 
to provide information regarding family needs following the onset of neurological 
disability.  In Mauss-Clum and Ryan’s study, a sample of 30 wives and mothers of 
neurologically impaired patients reported that, during initial hospitalization, the 
following needs were the most important: (a) the need for a clear and kind explanation 
of the patient’s condition and treatment, (b) discussion of realistic expectations, and 
(c) emotional support.  During the acute care phase, needs for financial and resource 
counselling were rated as least important.  Family members also indicated whether 
their needs were met, and approximately half of the sample were satisfied with the 
degree of emotional support and patient status information that was provided.  
However, less than one fourth indicated that they were allowed an opportunity to 
discuss realistic expectations regarding their relative’s recovery.  However, it must be 
noted that in the study no specific information was provided regarding participants’ 
characteristics, duration of time since injury, and distinguishing needs on the basis of 
diagnosis.  Furthermore, the study addressed only needs experienced during the 
acute medical crisis, and included a heterogeneous patient population with regard to 
the type of brain damage sustained (Camplair et al., 1990). 
Mathis (1984) also completed an investigation of family members’ needs during 
the course of patient intensive-care stay.  In this study, family members’ needs were 
evaluated approximately eight days following intensive-care admission.  A 45-item 
needs questionnaire developed for critically ill medical patients was presented to 26 
family members, including 11 relatives of patients with traumatic brain injury.  The 
need for information pertaining to the patient’s status, and reassurance about the 
quality of medical care were among the most important needs identified.  In addition, 
needs to remain hopeful and to have questions answered honestly, were considered 
very important by both groups (Camplair et al., 1990).  Kreutzer et al. (1990b), 
Jackson and Haverkamp (1991), and Greer et al. (1992) were of opinion that the need 
for information pertaining to the effects of injury or illness ranks among the highest 
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needs for family members.  This opinion was confirmed by the research studies 
highlighted above. 
 
3.4.1.1 Long-term family needs following traumatic brain injury 
Existing research has primarily focused on the personal needs of relatives 
during the initial hospitalisation of critically ill patients.  Investigators have also begun 
to address the long-term rehabilitation needs of head-injured individuals and their 
families (Camplair et al., 1990).  Continued problems with traumatic brain injury persist 
well past families’ contact with rehabilitative programmes (Christensen, 1998; 
Stebbins & Leung, 1998).  Oddy et al. (1985) found problems continued 7 or more 
years post-injury.  The needs of families to cope with the consequences of traumatic 
brain injury thus far outlive rehabilitative services. 
McCaffrey, Pollock and Burns (1987) investigated needs for long-term 
rehabilitation services, but their research combined information from head-injury 
survivors, family members and others.  According to Camplair et al. (1990), this led to 
the obscuring of possible differences in the perceptions of needs between the different 
response groups.  These researchers did, however, report that families often 
requested ongoing assistance in learning to deal effectively with the head-injured 
family member.  Other long-term needs of primary importance included services 
focusing on returning the injured person to vocational and social roles.   
Until recently, knowledge of family needs was limited owing to a lack of 
empirically derived information.  Among other things, The Family Needs Questionnaire 
(FNQ) (Kreutzer et al., 1988) was developed in an attempt to address the 
shortcomings of previous research on family needs.  A more detailed discussion of the 
FNQ will be provided in the next section.  However, in order to obtain a more 
comprehensive picture of possible long-term family needs following traumatic brain 
injury, some of the research studies that have made use of the FNQ will be detailed 
below.   
In a longitudinal study, Witol, Sander and Kreutzer (1996) examined 38 family 
participants.  The mean age of the brain-injured relatives was 33 years at the time of 
the injury.  The researchers used the FNQ to assess family needs and the degree to 
which these needs were met or unmet.  The instrument was administered to 
caregivers of brain-injured individuals at 6 and 24 months post-injury.  Results 
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revealed that the majority of participants identified emotional support needs as being 
most commonly unmet.  At six months post-injury, families indicated all instrumental 
support needs (i.e., housekeeping, enough rest or sleep, a break from responsibilities, 
time spent with friends and attention paid to own needs) as unmet at early and late 
post-injury periods.  The authors concluded that the needs identified consistently and 
persistently remained categorised as unmet, regardless of the time elapsed since the 
time of the injury.  Because families play a significant role in the recovery process 
following traumatic brain injury, Witol et al. (1996) commented that meeting family 
needs is a critical component in such a process.   
Kolakowsky-Hayner et al. (2000) also made use of the FNQ in assessing the 
needs of 136 caregivers of 136 persons with traumatic brain injury.  Most of the 
caregivers were female (77%) and at the time of the survey, 73% of the participants 
were living with the person with the brain injury.  The brain injuries occurred between 
May 1967 and July 1999, and the survivors’ ages ranged from 2–85 years.  Most were 
male (65%).  “Health information” and “Involvement with care” needs were most often 
rated as “met”.  “Emotional support” and “Instrumental support” needs were most often 
rated as “unmet”.  The FNQ was again administered to 57 caregivers of persons with 
traumatic brain injury at least four years after their family member sustained a brain 
injury (Kolakowsky-Hayner et al., 2001).  Most persons with brain injury were men, 
whose ages ranged from 6 to 71 years.  Their injuries occurred between May 1967 
and November 1995.  Results indicated that “Health information” and “Involvement in 
care” needs were most often rated as “met”.  “Instrumental support” and “Professional 
support” needs were most often rated as “unmet”.  Kolakowsky-Hayner et al. reported 
that their findings supported the idea that family needs and support systems for those 
needs change over time and that unmet family needs extend well beyond the acute 
setting.  However, researchers pointed out that the sample size was relatively small, 
which limited the generalisability of the results. 
Stebbins and Leung (1998) administered the FNQ to 29 family members of 29 
adult relatives with a brain injury.  Family members included 9 mothers, 3 fathers, 10 
wives, 2 husbands, 3 other male relatives, and 2 other female relatives.  Stebbins and 
Leung aimed to explore the longer-term changes in family needs following brain injury, 
particularly focusing on progress made since time elapsed after injury, in two post-
trauma cohorts.  The 29 questionnaires were divided into two groups based on 
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duration of time elapsed since injury.  Group 1 consisted of 9 family members who 
were living with and/or caring for a brain-injured relative during the first two years post-
trauma.  Group 2 consisted of 21 family members who were living with and/or caring 
for a brain-injured relative beyond the first two years post-trauma.   
The ranked results suggested that family needs changed from focused acute 
medical and professional support during the first two years, to an expanded range of 
needs such as community support, financial resources, caregiver support, and health 
information.  Stebbins and Leung (1998) further reported that the degree to which 
needs were perceived as “met” by respondents caring for a brain-injured relative 
beyond 2 years post-trauma was quite low.  This finding reinforces the premise that 
family members experience an increase in the level of unmet needs as the time since 
injury increases.  In conclusion, this study highlights the expanding needs that family 
members experience as time since injury progresses.  Although this study provides 
support for previous research findings, several factors must be acknowledged 
regarding its interpretation.  The relatively small sample size and geographic 
dispersion of respondents limits the generalisation of the results.  Several respondents 
also reported that their relatives had experienced secondary brain injuries, such as 
epilepsy.  In conclusion, this study highlights the enormous task of family members in 
caring for a brain-injured relative, and suggests that this task may be made easier if 
services are dynamic and flexible in terms of addressing actual needs. 
Serio et al. (1995) examined the needs of 180 family members, using the 
Family Needs Questionnaire.  They assessed the prognostic utility of injury, patient, 
and family characteristics in predicting family needs following brain injury.  Predictor 
variables were selected, based on previous research and clinical availability, and 
included injury severity, duration since injury, the relationship between patients’ 
cognitive and characteriological status and family adjustment, and family members’ 
relation to the patient.   
The inclusion criteria for the sample were that the brain-injured individuals were 
older than 16, had sustained a closed head injury, and had no prior psychiatric or 
neurological problems.  The 180 family members had a mean age of 43 years, and the 
majority were female (72%).  The level of care provided for the patient varied, with 
41% being “very active”, 38% being “fairly active”, and 21% “not being involved” in 
caring.  At the time of evaluation, the average age of the traumatic brain-injured 
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individuals was 34 (range = 18 to 77; SD = 12).  The majority of the patients were 
male (62%), and the leading cause of injury was motor vehicle accidents (86%).  
Duration of unconsciousness ranged form less than an hour to 195 days (mean = 11 
days; SD = 26.8 days).  Duration since injury varied from 6 months to 12 years (mean 
28 months; SD = 3 years). 
Serio et al. (1995) analysed only the needs rated as “important” or  
”very important” for the entire FNQ and five of the scales.  Subsequently, the mean 
percentages of met and unmet needs were computed.  Serio et al. (1995) concluded 
that medical needs were perceived to be the most important, as well as the most 
frequently met.  In contrast, emotional needs were most often perceived as unmet.  
Multiple regression analyses were used to identify which family, injury, and patient 
characteristic were the best predicators of family needs.   
According to Christensen (1998), when traumatic brain-injured families perceive 
their needs as being unmet, psychological distress increases.  It is therefore 
recommended that professionals take the physical and mental well-being of the entire 
family system into account when designing rehabilitative treatment plans (Daisley et 
al., 1999).  Implementing interventions should thus aim at (a) increasing family 
members’ abilities to request assistance from others, (b) helping them in the 
identification of community and professional resources, and (c) promoting participation 
in recreational activities.  Because of the increase of traumatic brain injury throughout 
the world (Ragnarsson, 2002), health professionals must be prepared to assist brain-
injured families in their recovery processes. 
The literature attests to the fact that brain injury results in devastating 
consequences for the brain-injured individual and every family member, because of 
the excessive demands placed on the resources of the entire family (Degeneffe, 
2001).  The research reviewed has more than adequately explained that traumatic 
brain injury dramatically and permanently affects the entire family system (April, 1997; 
Bekker, 2000; Brown et al., 1992).  As the frequency of brain injury increases, so does 
the necessity for family members and counsellors to become familiar with the unique 
characteristics of brain-injured families (Daisley et al., 1999).  Of primary importance is 
the enduring nature of traumatic brain injury and its impact on the family system.     
Internationally, the impact of brain injury on family dynamics and functioning 
has been the subject of much research over the last three decades (Stebbins & 
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Leung, 1998).  In South Africa, research into family needs has largely been 
neglected, and rehabilitation programmes are desperately needed.  April (1997) and 
Bekker (2000) stress that an equal emphasis must be placed on studying the impact 
of traumatic brain injury on the family and on the needs experienced by the family 
following brain injury.   
One of the South African studies in this field made use of a qualitative approach 
to explore and describe the impact of traumatic brain injury on two families (April, 
1997).  The findings provided insight and understanding into the experiences of 
families with a traumatic brain-injury individual within a familial context.  The study 
concluded that the brain injury of a relative brought about major disruption to the 
normal everyday functioning of a family system.  The injury of a family member was 
found to suddenly disrupt the family routine, and was accompanied by emotional 
reactions such as shock, disbelief, anger, and fear.  An important finding in this study 
was that expressed difficulties experienced by family members seemed to be closely 
related to unresolved emotions, and unvoiced and unmet needs.  It was further 
suggested that quantitative research on the needs of families should be a further step 
in the investigation into family functioning following traumatic brain injury. 
  To this end, Bekker’s (2000) quantitative study on family needs made use of a 
sample of family members obtained from two sources in Port Elizabeth.  The injuries 
of the individuals occurred during the time period from 1989–1998.  The majority of the 
traumatic brain-injury individuals in this study had not participated in formal 
rehabilitation programmes during their recovery.  Using the Family Needs 
Questionnaire, the study identified perceived “met” and “unmet”, and “important” and 
“less important” needs in families after brain injury of a child or adult brain-injured 
individual.  Family members in this study perceived that it was “important” to “very 
important” that they should acquire health information, obtain understandable and 
honest information, and be aware of quality medical care and respect from the staff 
treating the traumatically brain-injured individual.  Professional support for acquiring 
sufficient resources for the traumatically brain-injured individual was also identified as 
important.  A limited number of family members felt that their needs were met, 
compared to the majority of family members, whose needs were only partly met or not 
met at all.  This study also recommended that additional research in the field of brain 
injury is important to improve our understanding of family needs following traumatic 
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brain injury.  It was also stated that an important limitation was that the dearth of 
South Africa research on family needs made it almost impossible to verify the findings 
in relation to past research.   
Until the recent surge in related research, little information was available to 
family counsellors working with traumatic brain-injured families.  Throughout the 
review of the literature, it has become clear that brain-injury research has typically 
focused on brain-injured individuals, and that few longitudinal studies have been 
conducted.  In fact, few empirical studies on traumatic brain injury and the families of 
individuals exist in the field of counselling.  This seems paradoxical, considering that 
counsellors will offer much of the support to brain-injured families once they have 
returned to the community.  By gaining a better understanding of family needs, the 
effectiveness of current intervention programmes could be evaluated, appropriate 
rehabilitation programmes could be developed, and psychotherapists and counsellors 
could be supplied with important background information regarding the needs of family 
members of brain-injured individuals.  The FNQ was developed in an attempt to 
address the shortcomings of previous research on family needs.  A detailed 
discussion of the FNQ will be detailed below. 
 
3.5   Family Needs Questionnaire (FNQ) 
To address concerns about validly, reliably, and sensitively researching the 
unique sequelae of brain injury, Kreutzer et al. (1988) developed the Family Needs 
Questionnaire (FNQ).  Previous needs questionnaires were designed to solicit 
information regarding the acute stage of injury.  In contrast, the FNQ items were 
selected to reflect the full spectrum of family needs at varying post-injury time 
intervals.  The FNQ was also designed to be used as a research and clinical needs 
assessment instrument.  Items were selected based on interviews with family 
members and a review of the needs assessment literature (e.g., Mauss-Clum & Ryan, 
1981).   
In addition, Kreutzer et al. (1994) found that the FNQ had a variety of potential 
uses.  According to them, the examination of the individual items of this questionnaire 
could be used to delineate the needs of family members, thereby identifying persons 
in greatest need of professional intervention.  The questionnaire could also serve as 
an index of intervention effectiveness, and the analysis of family members’ responses 
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could guide improvements to existing rehabilitation programmes and the 
development of new intervention programmes.  The FNQ can also be used to develop 
individualised educational and therapy programmes tailored to family members’ stated 
needs (Kreutzer et al., 1990b).  Kreutzer et al. (1994) added that, with further research 
and development, the questionnaire could have the potential to improve our 
understanding of family members, and aid in the development of clinically relevant 
support programmes. 
The Family Needs Questionnaire (FNQ) consists of 40 items reflecting 
commonly reported family needs (see Addendum D).  The 40 items represent the 
diverse needs that may appear during acute rehabilitation, and post-discharge.  It 
provides information regarding the extent to which needs are perceived to be 
important, as well as the degree to which these needs have been met (i.e., “Yes”, 
“Partly”, “No”).  Family members are asked to make two independent ratings.  First, an 
indication of the importance of each perceived need is rated on a four-point scale 
ranging from “not important” to “very important”.  Second, the family member rates the 
extent to which each need has been met.  Data collected from a sample of 57 family 
members (Kreutzer et al., 1990b) suggest that the measure is easily completed by 
family members, and provides a valid index of need importance and satisfaction.   
Kreutzer et al. (1994) administered the FNQ to 119 family members of 119 
traumatic brain-injured individuals.  They initially rank-ordered the 40 FNQ items to 
determine the perceived importance of individual needs.  However, the researchers 
failed to state the exact procedure followed for ranking the needs.  It is therefore 
unclear if the percentage endorsement of each item included or excluded the 
participants who rated an item as “not applicable”.  Kreutzer et al. stated only the 10 
needs rated most frequently as “important” or “very important”, and the 10 needs rated 
most often as “not important”.  From the findings, Kreutzer et al. concluded that an 
examination of the FNQ items most frequently rated as “important”, revealed that 
items pertaining to information were predominant.  Conversely, a review of data 
pertaining to needs rated most often as “not important”, suggested that family 
members’ personal needs were most frequently endorsed as “not important”.  The 
findings of Kreutzer et al. were consistent with previous research findings on family 
needs and outcome after brain injury (Mathis, 1984; Mauss-Clum & Ryan, 1981). 
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Kreutzer et al. (1994) also rank-ordered the needs rated as “important” or 
“very important” according to the extent to which they were perceived as being met.  
Analysis of needs most often judged as “met” reflected assurance of medical care 
quality, agreement among professionals on course treatment, and respect for the 
patient.  Examination of needs most frequently rated as “unmet” provided important 
insights into family members’ perceptions.  Commonly expressed unmet needs were 
related to fears about the future, and preparing for the worst.  The pattern of findings 
further suggested that participants felt misunderstood, unsupported, and isolated.  
Kreutzer et al. calculated the proportional indices of the perceived importance of 
needs and the extent to which they were met, which provided evidence of content 
validity.   
Serio et al. (1997) examined the internal validity and construct validity of the 
FNQ as a measure of family needs.  A principal-component factor analysis, based on 
the FNQ responses of 178 family members of traumatic brain-injured individuals, was 
performed.  Thirty-seven items met the loading criteria (>0.50), with items 10, 15 and 
28 being excluded.  A six-factor solution was selected as the best fit for the data, 
yielding six independent scales, namely “Health information”, “Emotional support”, 
“Instrumental support”, “Professional support”, “Community support”, and “Involvement 
in care”.  The six independent scales are presented in Table 3.1.  The number of 
items, reliability, percentage of variance, mean, and standard deviation of each scale 
are indicated (see Table 3.1). 
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Table 3.1 
Six independent scales of the Family Needs Questionnaire (FNQ)  
 
Factor 
Number of 
items 
 
Items 
 
Alpha 
% 
Variance 
 
Mean 
 
SD 
Health information 10 1, 4, 5, 6, 7, 11, 12, 
13, 14, 18 
0.89 6.49 3.71 0.44 
Emotional support 8 29, 30, 34, 36, 37, 
38, 39, 40 
0.88 5.32 3.02 0.82 
Instrumental support 6 22, 23, 24, 25, 26, 
27 
0.88 4.23 2.98 0.84 
Professional support 5 16, 17, 19, 20, 21 0.83 3.85 3.49 0.62 
Community support 
network 
5 9, 31, 32, 33, 35 0.81 3.23 3.38 0.63 
Involvement in care 3 2, 3, 8 0.78 2.61 3.01 0.90 
(Source: Serio et al., 1997, p. 8) 
 
It was found that each scale had adequate internal reliability.  The study 
provided evidence of construct and content validity along with internal consistency.  
The findings suggested that the Family Needs Questionnaire (FNQ) was helpful for 
identifying family needs, and possibly for evaluating family intervention techniques.  
Serio et al. (1997) concluded that the questionnaire appeared to offer unique 
information relevant to family members’ needs following brain injury.  A need for 
additional research was identified, in order to ascertain the value of the questionnaire 
in measuring long-term needs, and for the early identification of families at risk for 
adjustment difficulties. 
 As mentioned before, Bekker (2000) administered the FNQ in South Africa to 
52 family members of 52 traumatic brain-injured survivors.  The participants’ ages 
ranged from 26 to 68 years (mean = 43.54; SD = 10.16), with the majority being 
female (71.2%).  Most of the participants were Afrikaans-speaking (44.2%), followed 
by English-speaking (30.8%), and Xhosa-speaking participants (25%).  In terms of the 
participants’ marital status, 63.5% were married, 15.4% divorced, 13.5% single, and 
7.6% widowed.  Of the participants, 26.9% reported that they played an active role in 
caring for the traumatically brain-injured relative, 40.4% reported that they played a 
fairly active role in caring, and 32.6% reported that they played no direct role in caring.  
The 52 brain-injured patients were predominantly male (69.2%), and their ages ranged 
from 10 to 59 (mean = 28.65; SD = 11.83).  The severity of the brain injuries as 
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perceived and reported by the family members, ranged from 36.5% “severe”, to 
21.2% “moderate”, and 42.3% “mild”. 
 In terms of the six independent scales of the FNQ (Serio et al., 1997), seven of 
the needs most often rated as “important” or “very important” pertained to “Health 
information”, two related to “Instrumental support”, and one to “Professional support”.  
The findings of Bekker’s (2000) study indicated that needs related to “Health 
information” were most important.  A limited number of family members felt their needs 
were met, compared to the majority of family members whose needs were only partly 
met or not met al all.   
Bekker (2000) concluded that the participant’s gender, home language, marital 
status, relation to the traumatically brain-injured individual, involvement in care, and 
the brain-injured individual’s age, most often had a limited impact on the needs rated 
as being “unmet”.  All the above-mentioned variables, as well as the injury severity, 
and the duration since sustaining the injury, had a limited impact on the rating of the 
“important” or “very important” needs.  Bekker (2000) further suggested that additional 
research on the importance and fulfilment of family needs is required, to improve our 
understanding of family needs following traumatic brain injury, and to validate the use 
of the Family Needs Questionnaire (FNQ) in South Africa. 
 
3.6   Summary and Preview 
This chapter attempted to provide an overview of research findings with regard 
to the impact of traumatic brain injury on family life changes, family roles, family 
crisis, family reactions, family burden, family emotional distress, family conflict, and 
family reactions to rehabilitation.  This chapter further provided a brief overview of 
research on family needs, and emphasised research utilizing the Family Needs 
Questionnaire (FNQ).  The theoretical background and literature review outlined in 
this chapter form the supporting structure of this treatise.  In Chapter four, the 
problem to be investigated will be formulated, and the research methodology used 
will be discussed. 
CHAPTER 4 
RESEARCH METHODOLOGY 
 
4.1 Introduction 
In Chapter 2 the literature, pertaining to traumatic brain injury and rehabilitation 
was reviewed.  In addition, the long-lasting effects on the cognitive, executive, 
emotional, behavioral, psychosocial, and physical functioning of the traumatic brain 
injury survivor were highlighted.  Furthermore, the rehabilitation process during the 
acute, intermediate, and postacute phase was discussed and the benefits and 
outcome of rehabilitation were highlighted. 
In Chapter 3, the impact of traumatic brain injury on the family was 
documented.  A discussion on family adjustment was followed by research findings 
related to family needs following traumatic brain injury.  Long-term family needs 
identified in international studies were highlighted.  Emphasis was placed on research 
which utilised the Family Needs Questionnaire (FNQ).   
In South Africa, little research has thus far been undertaken on family 
member’s needs following traumatic brain injury to date.  April (1997) recommended 
that a quantitative study on family needs following traumatic brain injury be 
undertaken, to address this dearth in South African research.  Drawing on this 
identified need, as well as those described in the preceding literature chapters, 
Chapter 4 sets out to elucidate the aims and the methods utilised in this study.  
Specific aims are formulated, and the instruments utilised in the study are described.  
The chapter outlines the procedures used in recruiting the participants, the research 
design and the method of data analysis.  Ethical considerations pertinent to the study 
are also noted. 
 
4.2 Aims of the current study 
The primary aim of this study was to explore and describe the needs 
experienced by the family members of adult individuals who have sustained a 
traumatic brain injury, and who have participated in a rehabilitation programme, one to 
three years post-injury, using the Family Needs Questionnaire (FNQ).  The specific 
aims of this study were to explore and describe: 
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1. The perceived importance of family needs, especially in terms of the 
needs most often rated as important or very important. 
2. The relation between participants’ age, gender, home language, marital 
status, relation to the traumatically brain-injured individual, involvement in 
care, the traumatically brain-injured individual’s age, gender, the duration 
since sustaining the injury, as well as the severity of the injury and the 
needs rated as important or very important. 
3. The perceived fulfilment of family needs, especially in terms of the needs 
most often rated as met. 
4. The relation between participants’ age, gender, home language, marital 
status, relation to the traumatically brain-injured individual, involvement in 
care, the traumatically brain-injured individual’s age, gender, the duration 
since sustaining the injury as well as the severity of the injury, and the 
needs most often rated as met. 
As this was an exploratory descriptive study, no hypotheses were stated.  
 Instead, the aims were used to guide the methodological aspects of the study.  In 
order to achieve these aims, the methodological procedures employed will be 
described in the next section. 
 
4.3 Research design 
A quantitative, exploratory-descriptive research method was employed in the 
present study.  The study was quantitative in nature, as responses from the self-report 
paper-and-pencil survey-type questionnaires were coded and treated as numerical 
data.  More specifically, the research method that was used in this study was both 
exploratory and descriptive in nature.  The study was exploratory in nature as the 
purpose of an exploratory study is to investigate unfamiliar research areas (Babbie, 
1998).  As was argued in the previous chapters, little research related to family needs 
following traumatic brain injury has been undertaken in South Africa.   
The study was descriptive since it aimed to describe the needs of traumatic 
brain injury families one to three years post-injury.  The advantage of a descriptive 
approach is that it is objective and specific, and that no prior research hypotheses 
needs to be stated.  The disadvantages are that there is no way of controlling for 
extraneous variables, and consequently no cause-and-effect conclusions can be 
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drawn (Graziano & Raulin, 2000).  The responses of participants on the Family 
Needs Questionnaire (FNQ) could be influenced by any number of extraneous 
variables such as the participants’ age, gender, home language, marital status, 
relation to the brain-injured individual, involvement in care, the brain-injured 
individual’s age and the severity of the injury.  However, in the study done by Bekker 
(2000), these variables had a limited impact on the ratings on the FNQ. Nonetheless, 
these variables were explored in this study in relation to family needs to see whether 
support could be found for Bekker’s findings.   
It is, however, difficult to identify all the variables that may influence 
participants’ responses on the FNQ.  Variables such as the exact nature of the 
caregiving required, socio-economic status and whether any co-morbid conditions 
exist, might all have had an impact on these family’s needs.  All of these factors could 
not be controlled for in the present study and must be acknowledged as a limitation of 
the study.   
 
4.4 Participants and Sampling 
The study employed non-probability purposive and convenience sampling.  
Non-probability sampling is advantageous as it saves time and money and takes 
advantage of respondents who are already available.  According to Babbie (1998), in 
non-probability sampling it is not possible to determine how representative the sample 
will be.   The method therefore limits the possibility of generalising the results of the 
study beyond the specific sample (Graziano & Raulin, 2000).  However, this does not 
mean that there is no value in using non-probability sampling, since generalization can 
be assessed through replication.   
Purposive sampling was employed, as the researcher contacted families who 
met the requirements of the study from the discharged patient database of a 
rehabilitation hospital.  Family members obtained from this database of adult brain-
injured individuals (18 years and older) at the selected hospital from 2000 to 2002, 
were contacted and were requested to participate in the study.  It was also indicated 
that other family members, also involved in the caregiving of the brain-injured 
individual, could participate.  In order to obtain a heterogeneous sample, no limitation 
was placed on how many family members of each brain-injured individual were 
allowed to complete a questionnaire.  The only prerequisite was that the member must 
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have at least been fairly actively involved in the caretaking, and the researcher 
aimed to sample at least the primary caregiver in each family.  As the researcher had 
no control over which family members of which brain-injured individuals would 
respond, a convenience sample was obtained.  This limited the generalisability of the 
findings.  However, as the present study was exploratory in nature, it was not the 
intention of the researcher to generalise the findings. 
Little research has addressed the influence of family member characteristics 
and amount of time spent with the head-injured individual on family outcome.  
According to Camplair et al. (1990), researchers who do not select subjects in order to 
control potentially important variables must carefully describe their samples and 
impact of subject variables on dependent measures should be reported where 
possible.  The researcher took heed of this caution in the present study, and a 
description of the sample, which is as comprehensive as possible, will follow in the 
next section.  It was required that the participants could read and understand English 
in order to be able to complete the questionnaires.  A question to this effect was 
included in the Biographical Information Questionnaire (see Addendum C).       
 
4.4.1  Response Rate 
Thirty-one traumatically brain-injured families were identified from the hospital’s  
database and contacted by telephone.  A total of 51 family members of 24 traumatic 
brain-injured survivors verbally agreed to participate in the study.  A total of 51 
questionnaires were sent out to several towns and cities within South Africa.  Only 16 
traumatic brain-injured families responded and a total of 32 completed questionnaires  
were returned, yielding an overall response rate of 62.75%.  
 
4.4.2 Demographic Data 
The sample included 32 family members of 16 traumatic brain-injury survivors.   
The participants were distributed across various age groups, namely 21.88% were 
between 15 and 29 years old, 12.50% were between 30 and 39 years old, 31.25% 
were between 40 and 49 years old, 25% were between 50 and 59 years old, and 
9.38% were older than 60.  (see Table 4.1).  The participants’ ages ranged from 15 to 
65 years (range = 15 – 65, mean = 41.78, SD = 13.35), with the majority being female 
(59.38%) (see Table 4.2).  Most of the participants were Afrikaans-speaking (59.38%), 
 76 
followed by English-speaking (28.13%) and Xhosa-speaking participants (12.50%) 
(see Table 4.3). 
 
Table 4.1 
Participants’ age distribution 
Age group n % 
15 – 29 7 21.88% 
30 – 39 4 12.50% 
40 – 49 10 31.25% 
50 – 59 8 25% 
60 – 69 3 9.38% 
 
Table 4.2 
Participants’ gender 
Gender n % 
Male 13 40.63% 
Female 19 59.38% 
 
Table 4.3 
Participants’ home language 
Home language  n % 
Afrikaans 19 59.38% 
English 9 28.13% 
Xhosa 4 12.50% 
 
All participants indicated that they had at least a fairly good understanding of 
English.  In terms of the participants’ marital status , 56.25% were married, 28.13% 
single, and 15.63% divorced (see Table 4.4).  The sample included 21.88% of the 
mothers, 21.88% of the fathers, and 15.63% of the wives of traumatically brain-injured 
individuals.  The remaining 40.63% included other close relatives, for example 
siblings, children, uncles, aunts, and cousins (see Table 4.5).  In terms of the 
participants’ involvement in care, 50% of the sample reported that they played an 
active role in caring for the traumatically brain-injured relative, whilst 50.00% reported 
that they played a fairly active role in caring (see Table 4.6). 
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Table 4.4 
Participants’ marital status 
Marital status n % 
Married 18 56.25% 
Single 9 28.13% 
Divorced 5 15.63% 
 
Table 4.5 
Participants’ relation to the traumatically brain-injured individuals 
Relation n % 
Wife 5 15.63% 
Mother 7 21.88% 
Father 7 21.88% 
Other 13 40.63% 
 
Table 4.6 
Participants’ involvement in caring for the traumatically brain-injured individuals 
Involvement in care n % 
Active 16 50% 
Fairly active 16 50% 
 
 The sixteen traumatically brain-injured individuals were distributed across 
various age groups, namely: 43.75% were between 19 – 29 years, 12.50% were 
between 30 – 39 years, 31.25% were between 40 and 49 years, and 12.50% were 
older than 50 years, with the overall age range being 19 to 73 years (mean = 37 
years, SD = 15.41 years) (see Table 4.7).  The traumatically brain-injured individuals 
were predominantly male (81.25%)  (see Table 4.8).  Most of the brain-injured 
individuals were Afrikaans-speaking (56.25%), followed by English-speaking 
individuals (25%) and Xhosa-speaking individuals (18.75%)  (see Table 4.9).  The 
majority of the traumatically brain-injured individuals were married (43.75%), followed 
by those who were single (37.50%) and divorced (18.75%)  (see Table 4.10). 
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Table 4.7 
Traumatically brain-injured individual’s age distribution 
Age group n % 
19 – 29 7 43.75% 
30 – 39 2 12.50% 
40 – 49 5 31.25% 
60 – 69 1 6.25% 
70 – 79 1 6.25% 
 
Table 4.8 
Traumatically brain-injured individuals’ gender 
Gender n % 
Male 13 81.25% 
Female 3 18.75% 
 
Table 4.9 
Traumatically brain-injured individuals’ home language 
Home language  n % 
Afrikaans 9 56.25% 
English 4 25.00% 
Xhosa 3 18.75% 
 
Table 4.10 
Traumatically brain-injured individuals’ marital status 
Relation n % 
Married 7 43.75% 
Divorced 3 18.75% 
Single 6 37.50% 
 
 The injuries sustained by the traumatically brain-injured individuals, as reported 
by their family members (and confirmed by hospital reports), were caused 
predominantly by motor vehicle accidents (MVA’s) (81.25%).  The rest of the injuries 
resulted from falls (6.25%), an object hitting the head (6.25%), or being shot (6.25%) 
(see Table 4.11).  The duration since injury varied from being sustained from January 
to December 2000 (43.75%), January to December 2001 (37,50%), and January to 
December 2002 (18.75%) (see Table 4.12).  The traumatic brain injuries were mostly 
closed in nature (93.75%) (see Table 4.13).  The severity of the brain injuries as 
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perceived and reported by the family members (and confirmed by hospital records), 
ranged from 87.50% severe to 12.50% moderate (see Table 4.14). 
 
Table 4.11 
Causes of traumatic brain injury (TBI) 
Cause of TBI n % 
Motor vehicle accident (MVA) 13 81.25% 
Fall on head 1 6.25% 
Hit on head by object 1 6.25% 
Gun shot 1 6.25% 
 
Table 4.12 
Duration since sustaining the traumatic brain injury 
Duration since TBI n % 
Between January 2000 and December 2000 7 43.75% 
Between January 2001 and December 2001 6 37.50% 
Between January 2002 and December 2002 3 18.75% 
 
Table 4.13 
Nature of traumatic brain injury 
Nature of TBI n % 
Open 1 6.25% 
Closed 15 93.75% 
 
Table 4.14 
Severity of traumatic brain injury 
Severity of TBI n % 
Moderate 2 12.50% 
Severe 14 87.50% 
 
4.5 Measures 
Data for the study was collected by administering two self-report questionnaires 
to each participant, namely: (a) a biographical questionnaire, and (b) the Family 
Needs Questionnaire (FNQ).  A copy of the biographical questionnaire is included in 
Addendum C.  The Family Needs Questionnaire (FNQ) is included in Addendum D.  A 
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brief outline of the measures used in this study now follows.  Note must be taken 
that the Family Needs Questionnaire (FNQ) was described in detail in section 3.5. 
 
4.5.1 Biographical Questionnaire 
A brief biographical questionnaire was used to gather demographic and 
background information from the respondents.  This questionnaire was constructed by 
the researcher to investigate: (a) the family member’s characteristics, (b) the 
characteristics of the brain-injured individual, and (c) information related to the brain 
injury sustained: 
PART A:   Family member’s characteristics. 
PART B:   Traumatically brain injured individual’s characteristics. 
PART C:  Information related to the traumatic brain injury sustained.   
 
With regards to the brain injury sustained, specific information was requested, 
such as the date the injury was sustained.  The questionnaire contained close-ended 
questions, and nominal and ordinal scales of measurement were used (Howell, 1999).  
The information from the questionnaire was used to both describe the sample group, 
and for analysis purposes.   
In the present study, severity of traumatic brain injury was classified according 
to coma duration.  Most of the information (i.e., duration of coma and severity of head 
injury) obtained from the biographical questionnaires was verified by medical reports 
from the hospital. 
 
4.5.2 Family Needs Questionnaire (FNQ) 
To address concerns about validity, reliability, and sensitivity to the unique 
aspects of brain injury, Kreutzer et al. (1988) developed the Family Needs 
Questionnaire (FNQ).  This instrument was developed to assess family members’ 
perceptions of needs following the brain injury of a relative.  In addition, Kreutzer et al. 
(1994) found that the FNQ had a variety of potential uses.  According to them, the 
examination of the individual items of the Family Needs Questionnaire could be used 
to delineate the needs of family members, thereby identifying persons in greatest need 
of professional intervention.  The questionnaire could also serve as an index of 
intervention effectiveness, and the analysis of family members’ responses could guide 
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improvements to existing rehabilitation programmes and the development of new 
intervention and support programmes.  Kreutzer et al. (1994) computed Spearman-
Brown split-half reliability, as an index of internal consistency.  A coefficient of 0.75 
was considered acceptable, as the content of the FNQ items is diverse and some 
variability between participants was anticipated.  The study also provided evidence of 
internal consistency. 
The FNQ consists of 40 items reflecting commonly reported family needs (see 
Addendum D).  It provides information regarding the extent to which these needs are 
perceived to be important, as well as the degree to which these needs have been met.  
Items are grouped into six independent scales, namely Health information, Emotional 
support, Instrumental support, Professional support, Community support, and 
Involvement in care.  Serio et al. (1997) conducted a principal-components factor 
analysis of the FNQ.  Cronbach’s alpha calculations provided evidence of acceptable 
reliability and internal consistency, as indicated by coefficients ranging from 0.78 to 
0.89.  The study furthermore provided evidence of construct and content validity, 
along with internal consistency.   
Although the Family Needs Questionnaire was not developed in South Africa, 
Bekker (2000) concluded that this questionnaire was a useful measure to determine 
family members’ perception of the importance of family needs, and the extent to which 
their needs have been met in the South African context.  A further factor that assists in 
the application of this questionnaire in another culture to the one in which it was 
developed, is that it is an ipsative measure, and not a norm-based measure.  
Individuals are thus compared to themselves, as opposed to a norm group when 
interpreting the results.  One minor change was made to the Family Needs 
Questionnaire for this study.  The term “patient” was changed to read “my family 
member”. 
The advantages of conducting this research by means of questionnaires 
included the considerable savings in terms of time and expenses, and the quality of 
information obtained (Babbie, 1998).  Furthermore, the use of questionnaires also 
made it possible to contact families of patients outside of the Port Elizabeth area, as 
hospital patients come from all over the country.  Participants also had the added 
advantage of greater assurance of anonymity.  No interviewer bias could be present in 
the design employed in this research, as respondents completed identically worded 
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self-report measures (Graziano & Raulin, 2000).  Some disadvantages of this 
method include the lack of control over the environment, and unpredictable return 
dates and rates of questionnaires.  As 62.75% of the questionnaires distributed were 
returned, an acceptable return rate was achieved in the present study.   
 
4.6 Ethical Considerations 
Informed consent is an important ethical consideration, and was applicable to  
This study.  Informed consent implies that the participant is given an accurate 
perception of the risks involved before he agrees to participate (Babbie, 1998).  The 
principle of informed consent was adhered to in this study by clearly stating the 
rationale and aims of the study to each family member, or significant other willing to 
participate.  Provision was also made for the participants to contact the researcher to 
obtain additional information, or a copy of the research results.  No monetary gain was 
offered for participation.  Confidentiality and anonymity were also guaranteed with 
regard to the personal details of the participants, and no promises with regard to 
counseling or treatment were made.   
 
4.7 Procedure 
Management and staff at a local rehabilitation hospital raised the urgent need 
for this specific study with members of the Psychology Department at the University of 
Port Elizabeth.  They were particularly concerned about how to provide follow-up 
services for the families of their outpatients.  The analysis of the participants’ 
responses could thus guide improvements to the existing rehabilitation programme, as 
well as the development of new intervention and support programmes.  In view of this, 
they granted permission for the study to be conducted and for their database of past 
patients to be accessed by the researcher.  Once the relevant bodies at the University 
of Port Elizabeth (UPE) approved the research proposal, a contact person at the 
hospital accessed the database to obtain addresses of adult brain-injured patients one 
to three years post-injury.   
Consent to conduct this research study was also obtained from the Human 
Ethics Committee of the University of Port Elizabeth.  The recommended ethical 
considerations, as stipulated by the Human Ethics Committee of UPE, were adhered 
to.  Over and above maintaining confidentiality and providing for informed and 
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voluntary participation in the study, potential harm to the participants was minimised 
in that the questionnaires did not ask participants to reveal very personal or sensitive 
information.  Contact numbers of the researcher were included to allow the family 
members to obtain additional information on the study from the researcher if needed, 
or a copy of a summary of the findings of the research study. 
Identified family members were first contacted by telephone.  This was done to 
introduce the research study, emphasise confidentiality and voluntary participation, as 
well as to attempt to ensure a greater return rate.  Information regarding the number of 
potential participants for each brain-injured individual was also obtained.  This ensured 
that each family contacted received the correct number of consent forms, biographical 
questionnaires and Family Needs Questionnaires.  A cover letter was prepared to fully 
inform the prospective participants of the nature of the study, and to request their 
voluntary participation in this study (see Addendum A).  A consent form was also 
prepared containing all the necessary information and it was stressed that 
participation was voluntary (see Addendum B).   
The cover letter, the informed consent form, a biographical questionnaire, the 
Family Needs Questionnaire, and a pre-paid, self-addressed envelope were then 
mailed to a contact family member of the adult brain-injured patient.  Family members 
receiving the questionnaires were asked to return the completed questionnaires and 
informed consent forms in the pre-paid, self-addressed envelopes before a due date.  
Family members who failed to return the questionnaires and consent forms before this 
date were contacted and requested to return the forms, even though they had not 
completed them.  The biographical data were coded, as were the responses to each 
of the questions on the Family Needs Questionnaire.  The data were then captured on 
a spreadsheet and analysed.    
 
4.8 Data Analysis 
The quantitative data were analysed in terms of descriptive statistics to provide 
the researcher with important summary information.  The data were analysed in terms 
of the aims of this study.  Descriptive statistics, in the form of frequency counts and 
percentages, were computed to describe the data collected from the Family Needs 
Questionnaire.  It is important to note that the 6 independent scale scores were not 
computed for this study.  The computation of these 6 scale scores does not allow for 
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in depth analysis of the family needs, and the validity of these scales scores is 
unknown in South Africa. 
Firstly, the perceived importance rating of the 40 needs was established for the 
sample (Aim 1).  Frequency counts for each item and for each response category 
were computed and then converted to percentages.  The percentage of participants 
rating each item as not applicable (NA), not important (NI), slightly important (SI), 
important (I), and very important (VI) are presented in Table 5.1.  The percentage of 
participants rating each item as important (I) or very important (VI) were also 
combined.  For interpretation purposes, a salient need was identified by applying the 
rule of thumb that if more than two-thirds (i.e., 68%) of the sample endorsed an item 
as important to very important   (I + VI) it was a salient need for the sample.  
Furthermore, needs endorsed by a simple majority of the sample (i.e., more than 50%) 
as being important (I) or very important (VI) were also explored in terms of their 
significance.  Any patterns observed related to needs endorsed as not applicable 
(NA), not important (NI), and slightly important (SI) were also noted.  All 40 items were 
then rank ordered from the item rated most often as important or very important to the 
item least often rated as important or very important.  The 10 items more often rated 
as important or very important will be presented in Table 5.2 and then discussed.   
The percentage of participants who endorsed the 10 important or very 
important needs, were also investigated in relation to various characteristics of the 
participants, the brain-injured individuals, and the brain injuries sustained (Aim 2).  For 
interpretation purposes, a salient need was identified by applying the rule of thumb 
that if more than two-thirds (i.e., 68%) of the sample endorsed an item as important to 
very important   (I + VI) it was a salient need for the sample.  The participant variables 
include age, gender, home language, marital status, relation to traumatically brain-
injured individual, and the involvement in care.  Variables related to the brain-injured 
individual explored include age and gender.  The brain injury variables explored 
included the duration since sustaining the injury and the severity of the injury (see 
Tables 5.4 – 5.13).    
The perceived fulfilment rating of the 40 needs was explored next for the 
sample (Aim 3).  Frequency counts of each rating category were computed and then 
converted to percentages.  The percentages of participants rating each item as not 
applicable (NA), met, partly met and unmet are presented in Table 5.14.  Any patterns 
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observed related to needs endorsed as not applicable (NA), unmet, partly met, and 
met were noted.  All 40 items were then rank ordered from the item rated most often 
as met to the item least rated as met.  The 10 items more frequently rated as met will 
be presented in Table 5.15.   
The percentage of participants who endorsed the 10 met needs, were also 
investigated in relation to various characteristics of the participants, the brain-injured 
individuals, and the brain injuries sustained (Aim 4).  The participant variables include 
age, gender, home language, marital status, relation to traumatically brain-injured 
individual, and the involvement in care.  Variables related to the brain-injured 
individual explored include age and gender.  The brain injury variables included the 
duration since sustaining the injury and the severity of the injury (see Tables 5.16 – 
5.25). 
 
4.9 Summary and Preview 
The proposed study will attempt to add to the information obtained by Bekker 
(2000) and April (1997).  However, it will differ from Bekker’s study (see Table 4.15) in 
that the participants will be tested one to three years after their adult relative sustained 
a brain injury.  Mathis (1984) indicated that some differences might exist in the key 
areas of concern for families during the first year as suppose to later years following 
the injury.  Stebbins and Leung (1998) suggested that family needs changed from 
being more focussed during the first year, to an expanded range of needs for the 
years to follow. 
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Table 4.15 
Table format of methodological differences and similarities between Bekker (2000) 
and current study 
 
 
 
Bekker (2000) 
 
Current study 
Time elapsed since brain 
injury sustained 
2 – 11 years 1 – 3 years 
Participants  52 family members of 52 brain-
injured individuals 
32 family members of 16 
brain-injured individuals 
Brain-injured individuals age 
distribution 
10 – 59 years 19 – 73 years 
Rehabilitation Unknown All survivors received 
rehabilitation at the same 
hospital 
Questionnaires completed Biographical Questionnaire & 
FNQ 
Biographical Questionnaire & 
FNQ 
Participant sources General hospital applicants for 
a disability grant, and 
psychotherapy clients at 
psychology clinic 
Rehabilitation hospital - 
discharged patient database 
Severity of injury Mild, moderate and severe Moderate and severe 
Involvement in care of 
participants 
Active, fairly active and not 
active 
Active and fairly active 
 
The brain-injured individuals would also have taken part in a local hospital’s 
rehabilitation program, and the sample will only consist of family members of adult 
traumatically brain-injured individuals (i.e., 18 years and older).  By expanding on 
Bekker’s (2000) study, it is hoped that the present study will contribute to research in 
South Africa on family needs following traumatic brain injury.  The findings will further 
be used to inform the local rehabilitation hospital regarding the family needs of 
discharged patients, so that they can design ways of assisting such families in the 
future. 
The broader and specific aims of the study, the research design, the 
participants and sampling, the measures utilized, the procedures employed to recruit 
the participants, the method of data analysis and important ethical considerations 
were outlined.  The results obtained and the discussion from the measures used will 
be outlined in the fifth chapter and conclusions, recommendation, limitations thereof in 
the sixth and final chapter.  The findings will be discussed and related to previous 
research. 
CHAPTER 5 
RESULTS AND DISCUSSION 
 
5.1   Introduction 
The data collected using the questionnaires described in Chapter 4 were 
subjected to a variety of quantitative analyses.  In this chapter, the results obtained will 
be outlined.  The results are presented and discussed according to the perceived 
importance and fulfillment of family needs following adult traumatic brain injury.  
Emphasis is placed on the 10 needs most frequently rated as important or very 
important, as well as the 10 needs most frequently rated as met.  A description of 
various participant, brain-injured individual, and traumatic brain injury characteristics, 
in relation to the 10 important or very important and the 10 met needs, are also 
presented and discussed.  The variables include the participant’s age, gender, home 
language, marital status, relation to the brain-injured individual, involvement in care; 
the brain-injured individual’s age and gender; the severity of the injury, and the 
duration since sustaining the injury.  Figure 5.1 represents the process followed in 
presenting and discussing the results. 
 
Figure 5.1 
Process of presentation of the results and discussion 
 
 
 
 
 
 
 
Important or very important needs Not important needs
Importance of family needs
Met needs Unmet needs
Fulfilment of family needs
Family Needs Questionnaire (FNQ)
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5.2    Perceived importance of family needs 
5.2.1 Rating of family needs for the total sample 
Specific aim no. 1 
 The first specific aim of the study was to explore and describe the perceived 
importance of family needs, in terms of the needs most often rated as important or 
very important.  The importance ratings of the 40 Family Needs Questionnaire items 
were calculated according to the percentage of participants rating each need as not 
applicable (NA), not important (NI), slightly important (SI), important (I), or very 
important (VI), as well as the combined total of the important and very important 
ratings (I + VI).  The findings are presented in Table 5.1.  Where the total of the 
important and very important (I + VI) ratings equals or exceeds 68% in the table, the 
total has been bold faced, as this was considered to be a salient need for the sample.  
Furthermore, readers should note that the FNQ scale under which each item falls has 
been indicated below each item.  The following abbreviations were used: HI (Health 
Information), ES (Emotional Support), IS (Instrumental Support), PS (Professional 
Support), CSN (Community Support Network), and IC (Involvement in Care). 
 
Table 5.1 
Importance ratings of the Family Needs Questionnaire 
Item I need… NA NI SI I VI I + VI 
1 
HI 
To be shown that medical, 
educational, or rehabilitation staff 
respect my family member’s 
needs or wishes. 
18.75% 0% 0% 28.13% 53.13% 81.26% 
2 
IC 
To be told daily what is being 
done with or for my family 
member. 
25.00% 6.25% 9.38% 6.25% 53.13% 59.38% 
3 
IC 
To give my opinion daily to 
others involved in my family 
member’s care, rehabilitation or 
education. 
28.13% 3.13% 12.50% 12.50% 43.75% 56.25% 
4 
HI 
To be told about all changes in 
my family member’s medical 
status 
6.25% 3.13% 3.13% 12.50% 75.00% 87.50% 
5 
HI 
To be assured that the best 
possible medical care is being 
given to my family member. 
18.75% 3.13% 0% 6.25% 71.88% 75.13% 
6 
HI 
To have explanations from 
professionals given in terms I 
can understand. 
9.38% 3.13% 3.13% 21.88% 62.50% 84.38% 
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Table 5.1 
Importance ratings of the Family Needs Questionnaire (continued) 
Item I need… NA NI SI I VI I + VI 
7 
HI 
To have my questions answered 
honestly. 
3.13% 0% 3.13% 12.50% 81.25% 93.75% 
8 
IC 
To be shown that my opinions 
are used in planning my family 
member’s treatment, 
rehabilitation, or education. 
21.88% 12.50% 9.38% 18.75% 37.50% 56.25% 
9 
CSN 
To have a professional to turn to 
for advice or service when my 
family member needs help. 
6.25% 0% 0% 18.75% 75.00% 93.75% 
10 
 
To have different staff members 
agree on the best way to help my 
family member. 
25.00% 6.25% 12.50% 25.00% 31.25% 56.25% 
11 
HI 
To have complex information on 
the medical care of head injury 
(e.g. medication, injections, or 
surgery) 
12.50% 6.25% 6.25% 34.38% 40.63% 75.01% 
12 
HI 
To have complete information on 
my family member’s physical 
problems (e.g. weakness, 
headaches, dizziness, problems 
with vision or walking). 
9.38% 0% 0% 25.00% 65.63% 90.63% 
13 
HI 
To have complete information on 
my family member’s problems in 
thinking (e.g. confusion, memory, 
or communication). 
3.13% 3.13% 9.38% 18.75% 65.63% 84.38% 
14 
HI 
To have complete information on 
drug or alcohol problems and 
treatment. 
37.50% 3.13% 3.13% 9.38% 46.88% 56.26% 
15 To be told why my family 
member acts in ways that are 
different, difficult, or strange. 
12.50% 0% 9.38% 9.38% 68.75% 78.13% 
16 
PS 
To be told how long each of my 
family member’s problems is 
expected to last. 
9.38% 0% 6.25% 21.88% 62.50% 84.38% 
17 
PS 
To be shown what to do when 
my family member is upset or 
acting strange. 
12.50% 3.13% 0% 15.63% 68.75% 84.38% 
18 
HI 
To have information on my family 
member’s rehabilitative or 
educational progress. 
15.63% 0% 0% 21.88% 62.50% 84.38% 
19 
PS 
To have help in deciding how 
much to let my family member do 
by himself/herself. 
28.13% 3.13% 6.25% 25.00% 37.50% 62.50% 
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Table 5.1 
Importance ratings of the Family Needs Questionnaire (continued) 
Item I need… NA NI SI I VI I + VI 
20 
PS 
To have enough resources for 
my family member (e.g., 
rehabilitation programs, physical 
therapy, counseling, job 
counseling). 
6.25% 0% 9.38% 18.75% 65.63% 84.38% 
21 
PS 
To have enough resources for 
myself or the family (e.g., 
financial or legal counseling, 
respite care, counseling, nursing 
or day care). 
18.75% 0% 3.13% 15.63% 62.50% 78.13% 
22 
IS 
To have help keeping the house 
(e.g., shopping, cleaning, 
cooking). 
40.63% 3.13% 6.25% 34.38% 15.63% 50.01% 
23 
IS 
To have help from other 
members of the family in taking 
care of my family member. 
21.88% 0% 12.50% 18.75% 46.88% 65.63% 
24 
IS 
To get enough rest or sleep. 18.75% 12.50% 9.38% 25% 34.38% 59.38% 
25 
IS 
To get a break from my problems 
and responsibilities. 
21.88% 12.50% 9.38% 21.88% 34.38% 56.26% 
26 
IS 
To spend time with my friends. 25% 12.50% 9.38% 15.63% 37.50% 53.13% 
27 
IS 
To pay attention to my own 
needs, job, or interests. 
15.63% 9.38% 9.38% 31.25% 34.38% 68.75% 
28 To be told if I am making the best 
possible decisions about my 
family member. 
21.88% 6.25% 3.13% 31.25% 37.50% 56.25% 
29 
ES 
To have my spouse understand 
how difficult it is for me. 
31.25% 12.50% 0% 12.50% 43.75% 62.50% 
30 
ES 
To have other family members 
understand how difficult it is for 
me. 
9.38% 9.38% 18.75% 18.75% 43.75% 62.50% 
31 
CSN 
To have other family members 
understand my family member’s 
problems. 
15.63% 3.13% 9.38% 40.63% 31.25% 71.88% 
32 
CSN 
To have my family member’s 
friends understand his/her 
problems. 
12.50% 3.13% 6.25% 40.63% 37.50% 78.13% 
33 
CSN 
To have my family member’s 
employer, co-workers, or 
teachers understand his/her 
problems. 
40.63% 3.13% 0% 25% 31.25% 56.25% 
34 
ES 
To discuss my feelings about my 
family member with someone 
who has gone through the same 
experience. 
3.13% 6.25% 9.38% 40.63% 40.63% 81.26% 
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Table 5.1 
Importance ratings of the Family Needs Questionnaire (continued) 
Item I need… NA NI SI I VI I + VI 
35 
CSN 
To discuss my feelings about my 
family member with other friends 
or family. 
9.38% 18.75% 12.50% 31.25% 28.13% 59.38% 
36 
ES 
To be assured that it is usual to 
have strong negative feelings 
about my family member. 
25.00% 6.25% 12.50% 34.38% 21.88% 56.26% 
37 
ES 
Help getting over my doubts and 
fears about the future. 
6.25% 3.13% 3.13% 31.25% 56.25% 87.50% 
38 
ES 
Help in remaining hopeful about 
my family member’s future. 
12.50% 3.13% 9.38% 25% 50% 75% 
39 
ES 
Help preparing for the worst. 37.50% 3.13% 9.38% 15.63% 34.38% 50.01% 
40 
ES 
To be encouraged to ask others to 
help out. 
37.50% 3.13% 6.25% 34.38% 18.75% 53.13% 
 
From Table 5.1, it can be seen that none of the needs were endorsed by the 
majority (i.e., > 50%) of the sample as being “not applicable” (NA), “not important” (NI) 
or “slightly important” (SI).  Some of the needs endorsed as being “not applicable” 
(NA) by a quarter or more of the sample, had to do with Involvement in Care (Items 2 
and 3), Health Information (Item 14), Instrumental Support (Items 22 and 25), 
Community Support Network (Item 33), and Emotional Support (Items 36, 39 and 40).  
One of the explanations for the relatively high rate of endorsing these items as being 
“not applicable”, could be linked to the fact that the traumatically brain-injured family 
members were no longer in the acute phase following the head injury of their relative, 
and had received rehabilitation intervention.  It is thus not surprising that, for example, 
37.50% of the participants rated item 39 (“I need help in preparing for the worst”) as 
“not applicable”.  Their family member had clearly survived the traumatic brain injury, 
and it was unlikely that they would die in the foreseeable future. 
It was further not surprising that a quarter or more of the participants indicated that 
information as to what was being done for their family member (Item 2), or the need to 
give input regarding care (Item 3), was “not applicable”, as the traumatic brain injury 
survivor had been discharged from hospital, and was in their care.  However, it should 
be noted that in Bekker’s (2000) study, the latter two needs were also endorsed by 
more than a quarter of the sample as being “not applicable”, which could suggest that 
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these two needs are perceived to be less relevant by family members of 
traumatically brain-injured survivors. 
As there were no observable trends in the percentage of respondents who endorsed 
the needs listed in the FNQ as “not important” or “slightly important”, the discussion 
will now turn to the needs rated as being important and very important.  From Table 
5.1, it can be seen that 21 out of the 40 needs, or 52.50%, were rated by 68% or more 
of the sample as being important to very important (I + VI).  The remaining 19 needs 
were all endorsed by more than half of the sample (50% to 62.50%) as being 
important and very important (I + VI).  Table 5.2 provides information on the 21 needs 
that were endorsed as being important to very important (I + VI) by 68% or more of the 
sample, with respect to the percentage of the items in each of the six scales which 
they accounted for. 
 
Table 5.2 
Percentages of important to very important needs endorsed per FNQ scale  
Scale % 
Health Information 90% 
Emotional Support 38% 
Instrumental Support 17% 
Professional Support 80% 
Community Support Network 60% 
Involvement in care 0% 
 
It is clear form Table 5.2 that most of the needs endorsed as being important to 
very important by 68% or more of the sample, were concerned with Health Information 
and Professional Support, and to a lesser extent, with respect to the Community 
Support Network.  Needs related to Emotional and Instrumental Support were less 
frequently endorsed as being important to very important. 
In order to explore some of the more salient needs, responses to the 40 needs 
were rank ordered from the item that was endorsed by the largest percentage of 
respondents as being important to very important, to the item that was least endorsed 
as begin important to very important.  The 10 needs rated most frequently as being 
important and very important are presented in Table 5.3. 
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Table 5.3 
Ten needs most frequently rated as important to very important 
Item Scale 1 I need… NA NI SI I + VI 
7 HI To have my questions answered honestly. 3.13% 0% 3.13% 93.75% 
9 CSN To have a professional to turn to for advice 
or service when my family member needs 
help. 
6.25% 0% 0% 93.75% 
12 HI To have complete information on my 
family member’s physical problems (e.g. 
weakness, headaches, dizziness, 
problems with vision or walking). 
9.38% 0% 0% 90.63% 
4 HI To be told about all changes in my family 
member’s medical status 
6.25% 3.13% 3.13% 87.50% 
37 ES Help getting over my doubts and fears 
about the future. 
6.25% 3.13% 3.13% 87.50% 
6 HI To have explanations from professionals 
given in terms I can understand. 
9.38% 3.13% 3.13% 84.38% 
13 HI To have complete information on my 
family member’s problems in thinking (e.g. 
confusion, memory, or communication). 
3.13% 3.13% 9.38% 84.38% 
16 PS To be told how long each of my family 
member’s problems is expected to last. 
9.38% 0% 6.25% 84.38% 
18 HI To have information on my family 
member’s rehabilitative or educational 
progress. 
15.63% 0% 0% 84.38% 
20 PS To have enough resources for my family 
member (e.g., rehabilitation programs, 
physical therapy, counseling, job 
counseling). 
6.25% 0% 9.38% 84.38% 
 
An examination of the 10 needs more frequently rated as important or very 
important, indicated that these needs were endorsed by between 84.38% and 93.75% 
of the family members included in the sample.  These needs were rated as not 
important by between 0% and 3.13% of the participants and as slightly important by 
only between 0% and 9.38% (see Table 5.3).  In terms of the six independent scales 
of the FNQ, as conceptualized by Serio et al. (1997), six of the needs most often rated 
as important or very important pertained to “Health Information”, two related to 
“Professional Support”, one to “Emotional Support”, and one to “Community Support 
Network” (see Table 5.3). 
 The findings of the present study indicated that the needs related to “health 
information” were endorsed most, which is supported by the research of Bekker 
                                                 
1 HI = Health Information, ES = Emotional Support, PS = Professional Support, CSN = Community 
Support Network 
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(2000), Kreutzer et al. (1994), and Stebbins and Leung (1998).  Specifically, 93.75% 
of the family members strongly desired honest information and 90.63% needed 
information on physical problems (see Table 5.3; Items 7 and 12).  These findings are 
confirmed by previous research (Stebbins & Leung, 1998).  Mauss-Clum and Ryan 
(1981) concluded that family members needed kind and clear explanations, whilst 
Mathis (1984) reported that family members needed close communication and honest 
information.  Kreutzer et al. (1994) also found that family members often rated needs 
for complete, clear, and honest information as important or very important.   
Apart from family members expressing a need for health information about the 
traumatically brain-injured individual’s physical status (90.63%), family members also 
expressed a need for information on medical (87.50%), and cognitive status (84.38%) 
(see Table 5.3; Items 4, 12 and 13).  Previous research has found similar findings.  
Oddy et al. (1978) concluded that aspects of the head-injured person’s physical 
condition were a major source of stress for families.  Bekker (2000), Mathis (1984), 
and Serio et al. (1995) found that family members regarded medical information and 
medical needs as very important. 
The need for “Community Support Network”, namely to have a professional to 
turn to for advice, was regarded as important or very important by 93.75% of the 
family members (see Table 5.3; Item 9).  Mauss-Clum and Ryan (1981) found that the 
availability of community resources was very important, whilst Bekker (2000) found 
similar results in her study.  The need for “Professional Support”, namely how long 
problems are expected to last and having enough resources for the traumatically 
brain-injured individual were regarded as important or very important by 84.38% of the 
family members (see Table 5.3; Items 16 and 20).  “Professional support” needs, were 
also perceived as important to very important in the study conducted by Stebbins and 
Leung (1998).   
The need for “emotional support”, namely to get over doubts and fears, was 
endorsed by 87.50% of the family members (see Table 5.3; Item 37).  Prigatano 
(1999) is of the opinion that professionals should aim at addressing the emotional 
needs of family members during the rehabilitation process, as well as thereafter. 
 
 95 
5.2.2 The relation between characteristics of the participant, the traumatically 
brain-injured individual, and the traumatic brain injury to the important or 
very important needs 
Specific aim no. 2 
 The second specific aim of the study was to explore and describe the 
relationship between the participants’ age, gender, home language, marital status, 
relation to the traumatically brain-injured individual, involvement in care, the 
traumatically brain-injured individuals’ age, gender, severity of the injury, as well as 
the duration since sustaining the injury, and the 10 needs most often endorsed as 
important or very important needs.  The outcome of the analyses are presented in 
Table 5.4 to 5.13.  The ratings of the various subgroups were not compared 
statistically as the sample size was too small for meaningful comparisons to be made.  
Trends observed in the results for the various subgroups will, however, be discussed. 
 
 Table 5.4 
Rating of the 10 important or very important needs according to the participant’s age  
Item Participant’s age n NA NI SI I+VI 
7 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
0% 
0% 
0% 
0% 
33.33% 
0% 
0% 
0% 
0% 
0% 
14.29% 
0% 
0% 
0% 
0% 
85.71% 
100% 
100% 
100% 
66.67% 
9 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
28.57% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
71.43% 
100% 
100% 
100% 
100% 
12 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
14.29% 
0% 
0% 
25% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
85.71% 
100% 
100% 
75% 
100% 
4 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
14.29% 
0% 
10% 
0% 
0% 
0% 
0% 
10% 
0% 
0% 
14.29% 
0% 
0% 
0% 
0% 
71.43% 
100% 
80% 
100% 
100% 
37 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
0% 
25% 
0% 
0% 
0% 
0% 
0% 
10% 
0% 
0% 
14.29% 
0% 
0% 
12.50% 
0% 
85.71% 
75% 
90% 
87.50% 
100% 
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Table 5.4 
Rating of the 10 important or very important needs according to the participant’s age 
(continued) 
Item Participant’s age n NA NI SI I+VI 
6 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
14.29% 
0% 
0% 
0% 
0% 
28.57% 
0% 
10% 
0% 
0% 
0% 
0% 
10% 
0% 
0% 
57.14% 
100% 
80% 
100% 
100% 
13 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
14.29% 
0% 
0% 
0% 
0% 
28.57% 
0% 
10% 
0% 
0% 
0% 
0% 
10% 
0% 
0% 
57.14% 
100% 
80% 
100% 
100% 
16 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
0% 
25% 
10% 
0% 
0% 
14.29% 
0% 
0% 
25% 
0% 
0% 
0% 
0% 
0% 
0% 
85.71% 
75% 
90% 
75% 
100% 
18 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
28.57% 
25% 
20% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
71.43% 
75% 
80% 
100% 
100% 
20 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
14.29% 
0% 
10% 
0% 
0% 
28.57% 
0% 
0% 
12.50% 
0% 
0% 
0% 
0% 
0% 
0% 
57.14% 
100% 
90% 
87.50% 
100% 
 
 In general, the greater majority (68% or more) of the participants in each age 
group endorsed the 10 most important needs as being important to very important.  
Participants aged between 15 and 29 years less often rated the needs as important to 
very important.  In particular, they less often endorsed the needs related to having 
understandable explanations from professionals (Item 6) and to having information on 
their family member’s thinking (cognitive) problems (Item 13) as being important.  In 
fact, more than a quarter of the 15 to 29 year old age group rated these two needs as 
unimportant.  The tendency for the younger age group to generally endorse the 10 
most salient needs less as being important to very important was not noted in 
Bekker’s (2000) study. 
Participants aged between 50 and 59 years less often rated the following needs 
as important to very important, namely to have information on the brain-injured 
individual’s physical status, to get over fears, to be told how long problems will last, 
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and to have enough resources.  These trends are very similar to those observed by 
Bekker (2000) for the same age group.  Participants aged between 60 and 69 years 
less often rated the need to receive honest information as important or very important 
(see Table 5.4). 
 
Table 5.5 
Rating of the 10 important or very important needs according to the participant’s 
gender  
Item Participant’s gender n NA NI SI I+VI 
7 Male 
Female 
13 
19 
0% 
5.26% 
0% 
0% 
7.69% 
0% 
92.31% 
94.74% 
9 Male 
Female 
13 
19 
15.38% 
0% 
0% 
0% 
0% 
0% 
84.62% 
100% 
12 Male 
Female 
13 
19 
15.38% 
5.26% 
0% 
0% 
0% 
0% 
84.62% 
94.74% 
4 Male 
Female 
13 
19 
7.69% 
5.26% 
7.69% 
0% 
7.69% 
0% 
76.92% 
94.74% 
37 Male 
Female 
13 
19 
15.38% 
0% 
7.69% 
0% 
7.69% 
0% 
69.23% 
100% 
6 Male 
Female 
13 
19 
15.38% 
5.26% 
7.69% 
0% 
0% 
5.26% 
76.92% 
89.47% 
13 Male 
Female 
13 
19 
7.69% 
0% 
7.69% 
0% 
7.69% 
10.53% 
76.92% 
89.47% 
16 Male 
Female 
13 
19 
15.38% 
5.26% 
0% 
0% 
7.69% 
5.26% 
76.92% 
89.47% 
18 Male 
Female 
13 
19 
23.08% 
10.53% 
0% 
0% 
0% 
0% 
76.92% 
89.47% 
20 Male 
Female 
13 
19 
15.38% 
0% 
0% 
0% 
7.69% 
10.53% 
76.92% 
89.47% 
 
Generally, females endorsed the 10 important or very important needs more 
frequently as important or very important then males did (see Table 5.5).  This is 
contradictory to the finding of Bekker (2000), where more males than females 
endorsed the 10 needs as important. 
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Table 5.6 
Rating of the 10 important or very important needs according to the participant’s home 
language 
Item Participant’s home language n NA NI SI I+VI 
7 Afrikaans 
English 
Xhosa 
19 
9 
4 
0% 
11.11% 
0% 
0% 
0% 
0% 
0% 
11.11% 
0% 
100% 
77.78% 
100% 
9 Afrikaans 
English 
Xhosa 
19 
9 
4 
5.26% 
11.11% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
94.74% 
88.89% 
100% 
12 Afrikaans 
English 
Xhosa 
19 
9 
4 
0% 
33.33% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
100% 
66.67% 
100% 
4 Afrikaans 
English 
Xhosa 
19 
9 
4 
0% 
0% 
50% 
5.26% 
0% 
0% 
0% 
11.11% 
0% 
94.74% 
88.89% 
50% 
37 Afrikaans 
English 
Xhosa 
19 
9 
4 
0% 
22.22% 
0% 
5.26% 
0% 
0% 
5.26% 
0% 
0% 
89.47% 
77.78% 
100% 
6 Afrikaans 
English 
Xhosa 
19 
9 
4 
5.26% 
11.11% 
25% 
5.26% 
0% 
0% 
5.26% 
0% 
0% 
84.21% 
88.89% 
75% 
13 Afrikaans 
English 
Xhosa 
19 
9 
4 
5.26% 
0% 
0% 
0% 
11.11% 
0% 
5.26% 
11.11% 
25% 
89.47% 
77.78% 
75% 
16 Afrikaans 
English 
Xhosa 
19 
9 
4 
0% 
33.33% 
0% 
0% 
0% 
0% 
5.26% 
11.11% 
0% 
94.74% 
55.56% 
100% 
18 Afrikaans 
English 
Xhosa 
19 
9 
4 
10.53% 
0% 
75% 
0% 
0% 
0% 
0% 
0% 
0% 
89.47% 
100% 
25% 
20 Afrikaans 
English 
Xhosa 
19 
9 
4 
10.53% 
0% 
0% 
0% 
0% 
0% 
5.26% 
22.22% 
0% 
84.21% 
77.78% 
100% 
 
For 60% of the salient needs, more of the Xhosa-speaking participants 
endorsed them as important to very important.  However, only a quarter of the Xhosa-
speaking sample rated the need to have information on their family member’s 
progress as important to very important, and only half of the sample rated the need for 
information on their family member’s physical status as being important to very 
important. 
Less than two thirds of the English-speaking sample endorsed the need for 
information on their family member’s physical problems (Item 12) as being important 
to very important.  Furthermore, just more than half of the English-speaking 
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participants endorsed the need to be told how long their family member’s problems 
will last (Item 6) as being important to very important.  The fact that more Xhosa-
speaking participants generally endorsed the 10 needs as important or very important, 
confirms the findings of Bekker (2000).  However, Bekker did not identify specific 
trends among the language groups, as was the case in the present study (see Table 
5.6). 
 
 Table 5.7 
Rating of the 10 important or very important needs according to the participant’s 
marital status 
Item Participant’s marital status n NA NI SI I+VI 
7 Married 
Divorced 
Single 
18 
5 
9 
0% 
20% 
0% 
0% 
0% 
0% 
0% 
0% 
11.11% 
100% 
80% 
88.89% 
9 Married 
Divorced 
Single 
18 
5 
9 
0% 
0% 
22.22% 
0% 
0% 
0% 
0% 
0% 
0% 
100% 
100% 
77.78% 
12 Married 
Divorced 
Single 
18 
5 
9 
11.11% 
0% 
11.11% 
0% 
0% 
0% 
0% 
0% 
0% 
88.89% 
100% 
88.89% 
4 Married 
Divorced 
Single 
18 
5 
9 
0% 
0% 
22.22% 
0% 
20% 
0% 
0% 
0% 
11.11% 
100% 
80% 
66.67% 
37 Married 
Divorced 
Single 
18 
5 
9 
5.56% 
0% 
11.11% 
0% 
20% 
0% 
5.56% 
0% 
0% 
88.89% 
80% 
88.89% 
6 Married 
Divorced 
Single 
18 
5 
9 
0% 
0% 
33.33% 
0% 
20% 
0% 
0% 
0% 
11.11% 
100% 
80% 
55.56% 
13 Married 
Divorced 
Single 
18 
5 
9 
5.56% 
0% 
0% 
0% 
0% 
11.11% 
11.11% 
0% 
11.11% 
83.33% 
100% 
77.78% 
16 Married 
Divorced 
Single 
18 
5 
9 
11.11% 
0% 
11.11% 
0% 
0% 
0% 
11.11% 
0% 
0% 
77.78% 
100% 
88.895 
18 Married 
Divorced 
Single 
18 
5 
9 
5.56% 
0% 
44.44% 
0% 
0% 
0% 
0% 
0% 
0% 
94.44% 
100% 
55.56% 
20 Married 
Divorced 
Single 
18 
5 
9 
5.56% 
0% 
11.11% 
0% 
0% 
0% 
11.11% 
0% 
11.11% 
83.33% 
100% 
77.78% 
 
Generally, single participants endorsed the 10 more important or very important 
needs less often as important, as opposed to the other marital status groups.  Just 
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over half of the single participants endorsed the need for information to be provided 
in understandable terms (Item 6), and to be provided with information on their family 
member’s progress (Item 18) as being important to very important.  Just under two 
thirds of the single participants rated the need to be told about changes to their family 
member’s medical status (Item 4) as being important to very important. 
No specific trends were noted for married and divorced participants.  These 
findings are contrary to those obtained by Bekker (2000) who found that divorced 
participants endorsed the salient needs less often as important or very important (see 
Table 5.7). 
 
Table 5.8 
Rating of the 10 important or very important needs according to the participant’s 
relation to the traumatically brain-injured individual 
Item Participant’s relation to the brain-
injured individual 
n NA NI SI I+VI 
7 Wife 
Mother 
Father 
Other 
5 
7 
7 
13 
0% 
14.29% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
7.69% 
100% 
85.71% 
100% 
92.31% 
9 Wife 
Mother 
Father 
Other 
5 
7 
7 
13 
0% 
0% 
0% 
15.38% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
100% 
100% 
100% 
84.62% 
12 Wife 
Mother 
Father 
Other 
5 
7 
7 
13 
0% 
14.29% 
14.29% 
7.69% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
100% 
85.71% 
85.71% 
92.31% 
4 Wife 
Mother 
Father 
Other 
5 
7 
7 
13 
0% 
0% 
0% 
15.38% 
0% 
0% 
14.29% 
0% 
0% 
0% 
0% 
7.69% 
100% 
100% 
85.71% 
76.92% 
37 Wife 
Mother 
Father 
Other 
5 
7 
7 
13 
0% 
0% 
14.29% 
7.69% 
0% 
0% 
14.29% 
0% 
0% 
0% 
0% 
7.69% 
100% 
100% 
71.43% 
84.62% 
6 Wife 
Mother 
Father 
Other 
5 
7 
7 
13 
0% 
0% 
0% 
23.08% 
0% 
0% 
14.29% 
0% 
0% 
0% 
0% 
7.69% 
100% 
100% 
85.71% 
69.23% 
13 Wife 
Mother 
Father 
Other 
5 
7 
7 
13 
0% 
0% 
0% 
7.69% 
0% 
0% 
0% 
7.69% 
20% 
14.29% 
0% 
7.69% 
80% 
85.71% 
100% 
76.92% 
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Table 5.8 
Rating of the 10 important or very important needs according to the participant’s 
relation to the traumatically brain-injured individual (continued) 
Item Participant’s relation to the brain-
injured individual 
n NA NI SI I+VI 
16 Wife 
Mother 
Father 
Other 
5 
7 
7 
13 
0% 
14.29% 
14.29% 
7.69% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
15.38% 
100% 
85.71% 
85.71% 
76.92% 
18 Wife 
Mother 
Father 
Other 
5 
7 
7 
13 
0% 
0% 
0% 
38.46% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
100% 
100% 
100% 
61.54% 
20 Wife 
Mother 
Father 
Other 
5 
7 
7 
13 
0% 
0% 
0% 
15.38% 
0% 
0% 
0% 
0% 
20% 
14.29% 
0% 
7.69% 
80% 
85.71% 
100% 
76.92% 
 
 Generally, significant other participants endorsed the 10 needs less often as 
important to very important.  On the whole, wives, fathers, and mothers endorsed the 
10 more important or very important needs in a similar way, in that the majority (i.e., > 
50%) of them rated the needs as important to very important (see Table 5.8). 
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Table 5.9 
Rating of the 10 important or very important needs according to the participant’s 
involvement in care 
Item Participant’s involvement in care n NA NI SI I+VI 
7 Active 
Fairly active 
16 
16 
0% 
6.25% 
0% 
0% 
0% 
6.25% 
100% 
87.50% 
9 Active 
Fairly active 
16 
16 
0% 
12.50% 
0% 
0% 
0% 
0% 
100% 
87.50% 
12 Active 
Fairly active 
16 
16 
0% 
18.75% 
0% 
0% 
0% 
0% 
100% 
81.25% 
4 Active 
Fairly active 
16 
16 
0% 
6.25% 
0% 
12.50% 
0% 
6.25% 
100% 
75% 
37 Active 
Fairly active 
16 
16 
0% 
12.50% 
0% 
6.25% 
0% 
6.25% 
100% 
75% 
6 Active 
Fairly active 
16 
16 
0% 
18.75% 
0% 
6.25% 
6.25% 
0% 
93.75% 
75% 
13 Active 
Fairly active 
16 
16 
6.25% 
0% 
0% 
6.25% 
0% 
18.75% 
93.75% 
75% 
16 Active 
Fairly active 
16 
16 
0% 
18.75% 
0% 
0% 
12.50% 
0% 
87.50% 
81.25% 
18 Active 
Fairly active 
16 
16 
12.50% 
18.75% 
0% 
0% 
0% 
0% 
87.50% 
81.25% 
20 Active 
Fairly active 
16 
16 
6.25% 
6.25% 
0% 
0% 
0% 
18.75% 
93.75% 
75% 
 
 The 10 important or very important needs were generally more often endorsed 
as important by participants who were active in caring for the traumatically brain-
injured individual, as opposed to those who were fairly active.  Nonetheless, even the 
greater majority of those who were fairly active in caring for the traumatically brain-
injured individual, strongly endorsed the needs as important to very important (see 
Table 5.9). 
 
Table 5.10 
Rating of the 10 important or very important needs according to the traumatically 
brain-injured individual’s age 
Item Traumatically brain-injured individual’s 
age 
n NA NI SI I+VI 
7 19 – 29 
30 – 39 
40 – 49 
60 – 69 
70 – 79 
15 
5 
8 
1 
3 
0% 
20% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
6.67% 
0% 
0% 
0% 
0% 
93.33% 
80% 
100% 
100% 
100% 
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Table 5.10 
Rating of the 10 important or very important needs according to the traumatically 
brain-injured individual’s age (continued) 
Item Traumatically brain-injured individual’s 
age 
n NA NI SI I+VI 
9 19 – 29 
30 – 39 
40 – 49 
60 – 69 
70 – 79 
15 
5 
8 
1 
3 
6.67% 
0% 
12.50% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
93.33% 
100% 
87.50% 
100% 
100% 
12 19 – 29 
30 – 39 
40 – 49 
60 – 69 
70 – 79 
15 
5 
8 
1 
3 
20% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
80% 
100% 
100% 
100% 
100% 
4 19 – 29 
30 – 39 
40 – 49 
60 – 69 
70 – 79 
15 
5 
8 
1 
3 
0% 
0% 
25% 
0% 
0% 
0% 
0% 
12.50% 
0% 
0% 
6.67% 
0% 
0% 
0% 
0% 
93.33% 
100% 
62.50% 
100% 
100% 
37 19 – 29 
30 – 39 
40 – 49 
60 – 69 
70 – 79 
15 
5 
8 
1 
3 
13.33% 
0% 
0% 
0% 
0% 
0% 
0% 
12.50% 
0% 
0% 
0% 
0% 
0% 
0% 
33.33% 
86.67% 
100% 
87.50% 
100% 
66.67% 
6 19 – 29 
30 – 39 
40 – 49 
60 – 69 
70 – 79 
15 
5 
8 
1 
3 
6.67% 
0% 
25% 
0% 
0% 
0% 
0% 
12.50% 
0% 
0% 
0% 
0% 
12.50% 
0% 
0% 
93.33% 
100% 
50% 
100% 
100% 
13 19 – 29 
30 – 39 
40 – 49 
60 – 69 
70 – 79 
15 
5 
8 
1 
3 
0% 
0% 
0% 
0% 
33.33% 
6.67% 
0% 
0% 
0% 
0% 
13.33% 
0% 
12.50% 
0% 
0% 
80% 
100% 
87.50% 
100% 
66.67% 
16 19 – 29 
30 – 39 
40 – 49 
60 – 69 
70 – 79 
15 
5 
8 
1 
3 
20% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
20% 
0% 
0% 
33.33% 
80% 
80% 
100% 
100% 
66.67% 
18 19 – 29 
30 – 39 
40 – 49 
60 – 69 
70 – 79 
15 
5 
8 
1 
3 
6.67% 
0% 
25% 
100% 
33.33% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
93.33% 
100% 
75% 
0% 
66.67% 
20 19 – 29 
30 – 39 
40 – 49 
60 – 69 
70 – 79 
15 
5 
8 
1 
3 
0% 
0% 
12.50% 
0% 
33.33% 
0% 
0% 
0% 
0% 
0% 
20% 
0% 
0% 
0% 
0% 
80% 
100% 
87.50% 
100% 
66.67% 
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Generally, the 10 more important to very important needs were endorsed as 
being important by the family members for all the brain-injured individual age groups.  
These findings are similar to those identified in Bekker’s (2000) study.  Family 
members of traumatically brain-injured individuals, aged between 70 and 79 years, 
less often rated the following needs as important to very important, namely: to get over 
fears about the future, information on the cognitive status and rehabilitation status of 
the brain-injured individual, to obtain information on the length of the brain-injured 
individual’s problems, and to have enough resources (see Table 5.10; Items 37, 13, 
16, 18, 20).   
 Just under two thirds of the 40 to 49 year age group rated the need to be told 
about changes in medical status as important to very important, while half of the same 
group rated the need to receive understandable information (Item 6) as important to 
very important. 
 
Table 5.11 
Rating of the 10 important or very important needs according to the traumatically 
brain-injured individual’s gender  
Item Traumatically brain-injured individual’s 
gender 
n NA NI SI I+VI 
7 
 
Male 
Female 
27 
5 
3.70% 
0% 
0% 
0% 
0% 
20% 
96.30% 
80% 
9 Male 
Female 
27 
5 
3.70% 
20% 
0% 
0% 
0% 
0% 
96.30% 
80% 
12 Male 
Female 
27 
5 
0% 
60% 
0% 
0% 
0% 
0% 
100% 
40% 
4 Male 
Female 
27 
5 
7.41% 
0% 
3.70% 
0% 
0% 
20% 
88.89% 
80% 
37 Male 
Female 
27 
5 
0% 
40% 
3.70% 
0% 
3.70% 
0% 
92.60% 
60% 
6 Male 
Female 
27 
5 
7.41% 
20% 
3.70% 
0% 
3.70% 
0% 
85.19% 
80% 
13 Male 
Female 
27 
5 
3.70% 
0% 
0% 
20% 
7.41% 
20% 
88.89% 
60% 
16 Male 
Female 
27 
5 
0% 
60% 
0% 
0% 
7.41% 
0% 
92.59% 
40% 
18 Male 
Female 
27 
5 
14.81% 
20% 
0% 
0% 
0% 
0% 
85.19% 
80% 
20 Male 
Female 
27 
5 
7.41% 
0% 
0% 
0% 
3.70% 
40% 
88.89% 
60% 
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 Generally, the 10 important or very important needs were indorsed as being 
more important by the family members of male brain-injured individuals, as opposed to 
the family members of the female brain-injured individuals (see Table 5.11).  Less 
than half of the female participants rated the needs to receive information on their 
family members’ physical problems, and information regarding how long problems will 
last, as important to very important (Items 12 and 16).  Just less than two-thirds of the 
female participants rated the needs to get over fears, to receive information on 
cognitive status (thinking problems), and to have enough resources for their family 
member as important to very important (Items 37,13 and 20). 
 
 Table 5.12 
Rating of the 10 important or very important needs according to the severity of the 
traumatic brain injury 
Item Severity of the traumatic brain injury n NA NI SI I+VI 
7 Severe  
Moderate 
27 
5 
3.70% 
0% 
0% 
0% 
0% 
20% 
96.30% 
80% 
9 Severe  
Moderate 
27 
5 
3.70% 
20% 
0% 
0% 
0% 
0% 
96.30% 
80% 
12 Severe  
Moderate 
27 
5 
0% 
60% 
0% 
0% 
0% 
0% 
100% 
40% 
4 Severe  
Moderate 
27 
5 
7.41% 
0% 
3.70% 
0% 
0% 
20% 
88.89% 
80% 
37 Severe  
Moderate 
27 
5 
0% 
40% 
3.70% 
0% 
3.70% 
0% 
92.59% 
60% 
6 Severe  
Moderate 
27 
5 
7.41% 
20% 
3.70% 
0% 
3.70% 
0% 
85.19% 
80% 
13 Severe  
Moderate 
27 
5 
3.70% 
0% 
0% 
20% 
7.41% 
20% 
88.89% 
60% 
16 Severe  
Moderate 
27 
5 
0% 
60% 
0% 
0% 
7.41% 
0% 
92.59% 
40% 
18 Severe  
Moderate 
27 
5 
18.52% 
0% 
0% 
0% 
0% 
0% 
81.48% 
100% 
20 Severe  
Moderate 
27 
5 
7.41% 
0% 
0% 
0% 
3.70% 
40% 
88.89% 
60% 
 The 10 more important or very important needs were endorsed more frequently 
as being important for the severe injury groups than for the moderate injury group in 
all but one instance (see Table 5.12).  Less than half of the participants from the 
moderate injury group rated the need to have information on the physical problems, as 
well as to receive information regarding how long problems will last as important to 
very important (Items 12 and 16).  Just under two-thirds of the participants from the 
 106 
moderate injury group, rated the need to get over fears and doubts, to receive 
information on the cognitive status of, and to have enough resources for the brain-
injured individual as important or very important (Items 37, 13 and 20).  There is a big 
discrepancy between the moderate and severe groups regarding the need to be told 
how long problems will last, in that 92.59% of the severe group, as opposed to 40% of 
the moderate group rated this need as important to very important (Item 16).  It 
appears that it is more important for family members of severe brain-injured 
individuals to be knowledgeable about the duration of problems. 
 
Table 5.13 
Rating of the 10 important or very important needs according to the duration since 
sustaining the traumatic brain injury 
Item Duration since sustaining the traumatic 
brain injury 
n NA NI SI I+VI 
7 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
7.14% 
0% 
0% 
0% 
0% 
0% 
7.14% 
0% 
0% 
85.71% 
100% 
100% 
9 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
14.29% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
85.71% 
100% 
100% 
12 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
21.43% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
0% 
78.57% 
100% 
100% 
4 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
0% 
16.67% 
0% 
7.14% 
0% 
0% 
7.14% 
0% 
0% 
85.71% 
83.33% 
100% 
37 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
14.29% 
0% 
0% 
7.14% 
0% 
0% 
0% 
8.33% 
0% 
78.57% 
91.67% 
100% 
6 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
14.29% 
8.33% 
0% 
7.14% 
0% 
0% 
7.14% 
0% 
0% 
71.43% 
91.67% 
100% 
13 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
0% 
8.33% 
0% 
7.14% 
0% 
0% 
7.14% 
8.33% 
16.67% 
85.71% 
83.33% 
83.33% 
16 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
21.43% 
0% 
0% 
0% 
0% 
0% 
7.14% 
8.33% 
0% 
71.43% 
91.67% 
100% 
18 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
7.14% 
25% 
16.67% 
0% 
0% 
0% 
0% 
0% 
0% 
92.86% 
75% 
83.33% 
20 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
7.14% 
8.33% 
0% 
0% 
0% 
0% 
14.29% 
0% 
16.67% 
78.57% 
91.67% 
83.33% 
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Generally, the 10 more important to very important needs were endorsed 
more often as being important by the between one and two years post-injury groups.  
Family members of traumatically brain-injured individuals, who sustained their injuries 
in 2002, less often rated the following needs as important, namely: to have information 
on rehabilitative progress, the need for enough resources, and the cognitive status of 
the brain-injured individual (see Table 5.13; Item 18 and 20).  Generally, the longer the 
time since sustaining the injury, the lower the importance ratings of the needs, except 
with regards to the need to receive information regarding the thinking problems of the 
family member (Item 13), as well as the rehabilitative progress of the survivor (Item 
18).  Literature attests to the fact that rehabilitation and cognitive problems (higher 
order functioning) tend to be long-term concerns for brain-injured families (Brooks et 
al., 1986; Camplair et al., 1990; Prigatano, 1999). 
To summarize, the present study found that, although, the participant’s age, 
gender, home language, marital status, relation to the traumatically brain-injured 
individual, involvement in care, the traumatically brain-injured individual’s, age, 
gender, the duration since sustaining the injury, as well as the severity of the injury, 
did not produce extreme differential rating patterns related to the 10 important or very 
important needs, some important differential trends were identified.   
Participants aged between 15 and 29 years, and between 50 and 59 years, 
less often rated needs as important or very important.  Generally, more females than 
males endorsed the 10 more important or very important needs as important.  More of 
the Xhosa-speaking participants endorsed the needs as important to very important, 
whilst less than two thirds of the English-speaking sample endorsed the need for 
information on their family member’s physical problems as being important to very 
important.   
Generally, single participants rated the needs less often as important, as 
opposed to the other marital status groups.  No specific trends were noted for married 
and divorced participants.  Significant other participants endorsed the 10 needs less 
often as important or very important.  Needs were generally more often endorsed as 
important by participants who were active in caring for the traumatically brain-injured 
individual, as opposed to those who were fairly active.  Family members of 
traumatically brain-injured individuals, aged between 70 and 79 years, less often rated 
certain needs as important or very important. 
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Generally, the 10 important or very important needs were indorsed as being 
more important by the family members of male brain-injured individuals, as opposed to 
the family members of the female brain-injured individuals.  The needs were 
furthermore endorsed as being more important for the severe injury groups than for 
the moderate injury groups.  Generally, the longer the time since sustaining the injury, 
the lower the importance ratings of the needs. 
 
5.3    Perceived fulfilment of family needs 
Specific aim no. 3 
 The third specific aim of the study was to explore and describe the perceived 
fulfillment of family needs, in terms of the needs most often rated as met.  The 
fulfillment ratings of the 40 Family Needs Questionnaire items were calculated for 
each of the response categories, namely, not applicable (NA), met, partly met, and 
unmet.  The findings are presented in Table 5.14.  Where the ratings for the response 
category “met” equals or exceeds 50% in the table, the total has been boldfaced to 
facilitate a discussion of the findings.  Furthermore, readers should note that the FNQ 
scale under which each item falls has been indicated below each item number.  The 
following abbreviations were used: HI (Health Information), ES (Emotional Support), IS 
(Instrumental Support), PS (Professional Support), CSN (Community Support 
Network), and IC (Involvement in Care). 
 
Table 5.14 
Fulfillment ratings of the Family Needs Questionnaire 
Item I need… NA Met Partly 
Met 
Unmet 
1 
HI 
To be shown that medical, educational, or 
rehabilitation staff respect my family member’s 
needs or wishes. 
18.75% 53.13% 25% 3.13% 
2 
IC 
To be told daily what is being done with or for my 
family member. 
25% 31.25% 28.13% 15.63% 
3 
IC 
To give my opinion daily to others involved in my 
family member’s care, rehabilitation or education. 
28.13% 34.38% 18.75% 18.75% 
4 
HI 
To be told about all changes in my family 
member’s medical status 
6.25% 46.88% 40.63% 6.25% 
5 
HI 
To be assured that the best possible medical 
care is being given to my family member. 
18.75% 53.13% 18.75% 9.38% 
6 
HI 
To have explanations from professionals given in 
terms I can understand. 
9.38% 46.88% 31.25% 12.50% 
 109 
Table 5.14 
Fulfillment ratings of the Family Needs Questionnaire (continued) 
Item I need… NA Met Partly 
Met 
Unmet 
7 
HI 
To have my questions answered honestly. 3.13% 46.88% 40.63% 9.38% 
8 
IC 
To be shown that my opinions are used in 
planning my family member’s treatment, 
rehabilitation, or education. 
21.88% 37.50% 25% 15.63% 
9 
CSN 
To have a professional to turn to for advice or 
service when my family member needs help. 
6.25% 56.25% 21.88% 15.63% 
10 
 
To have different staff members agree on the 
best way to help my family member. 
25% 46.88% 18.75% 9.38% 
11 
HI 
To have complex information on the medical 
care of head injury (e.g. medication, injections, 
or surgery) 
12.50% 43.75% 34.38% 9.38% 
12 
HI 
To have complete information on my family 
member’s physical problems (e.g. weakness, 
headaches, dizziness, problems with vision or 
walking). 
9.38% 31.25% 50% 9.38% 
15 
 
To be told why my family member acts in ways 
that are different, difficult, or strange. 
12.50% 31.25% 31.25% 25% 
16 
PS 
To be told how long each of my family 
member’s problems is expected to last. 
9.38% 28.13% 37.50% 25% 
17 
PS 
To be shown what to do when my family 
member is upset or acting strange. 
12.50% 28.13% 31.25% 28.13% 
18 
HI 
To have information on my family member’s 
rehabilitative or educational progress. 
15.63% 31.25% 34.38% 18.75% 
19 
PS 
To have help in deciding how much to let my 
family member do by himself/herself. 
28.13% 31.25% 34.38% 6.25% 
20 
PS 
To have enough resources for my family 
member (e.g., rehabilitation programs, physical 
therapy, counseling, job counseling). 
6.25% 34.38% 28.13% 31.25% 
21 
PS 
To have enough resources for myself or the 
family (e.g., financial or legal counseling, 
respite care, counseling, nursing or day care). 
18.75% 21.88% 28.13% 31.25% 
22 
IS 
To have help keeping the house (e.g., 
shopping, cleaning, cooking). 
40.63% 40.63% 6.25% 12.50% 
23 
IS 
To have help from other members of the family 
in taking care of my family member. 
21.88% 31.25% 28.13% 18.75% 
24 
IS 
To get enough rest or sleep. 18.75% 31.25% 46.88% 3.13% 
25 
IS 
To get a break from my problems and 
responsibilities. 
21.88% 12.50% 46.88% 18.75% 
26 
IS 
To spend time with my friends. 25% 34.38% 28.13% 12.50% 
27 
IS 
To pay attention to my own needs, job, or 
interests. 
15.63% 43.75% 34.38% 6.25% 
28 
 
To be told if I am making the best possible 
decisions about my family member. 
21.88% 21.88% 34.38% 21.88% 
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Table 5.14 
Fulfillment ratings of the Family Needs Questionnaire (continued) 
Item I need… NA Met Partly 
Met 
Unmet 
29 
ES 
To have my spouse understand how difficult it 
is for me. 
31.25% 28.13% 18.75% 21.88% 
30 
ES 
To have other family members understand how 
difficult it is for me. 
9.38% 31.25% 37.50% 21.88% 
31 
CSN 
To have other family members understand my 
family member’s problems. 
15.63% 46.88% 21.88% 15.63% 
32 
CSN 
To have my family member’s friends 
understand his/her problems. 
12.50% 31.25% 37.50% 18.75% 
33 
CSN 
To have my family member’s employer, co-
workers, or teachers understand his/her 
problems. 
40.63% 28.13% 12.50% 18.75% 
35 
CSN 
To discuss my feelings about my family 
member with other friends or family. 
9.38% 34.38% 43.75% 12.50% 
36 
ES 
To be assured that it is usual to have strong 
negative feelings about my family member. 
25% 12.50% 40.63% 21.88% 
37 
ES 
Help getting over my doubts and fears about 
the future. 
6.25% 31.25% 28.13% 34.38% 
38 
ES 
Help in remaining hopeful about my family 
member’s future. 
12.50% 28.13% 34.38% 25% 
39 
ES 
Help preparing for the worst. 37.50% 28.13% 18.75% 15.63% 
40 
ES 
To be encouraged to ask others to help out. 37.50% 18.75% 31.25% 12.50% 
 
 In general, more needs were rated as met and partly met, as opposed to being 
unmet (see Table 5.14).  The need to get over doubts and fears about the future were 
rated as unmet by approximately a third of the participants (Item 37).  Only 3 needs 
were rated by more than half of the sample as being met (Items 1, 5 and 9).  Two met 
needs had to do with Health Information (Items 1 and 5), and one with Community 
Support Network (Item 9).   
A further 8 needs were rated as being met by between 40% to 49% of the 
sample (Items 4, 6, 7, 10, 11, 22, 27, and 31).  Four of these needs had to do with 
Health Information (Items 4, 6, 7 and 11), two with Instrumental support (Items 22 and 
27), one with Community Support Network (Item 31), and the remaining item, item 10, 
was not part of any scale (Serio et al., 1997).   
A commonly expressed unmet need, related to “emotional support”, was that 
46.88% of the family members reported that they were not able to discuss their 
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feelings about their brain-injured family member with someone who has gone 
through the same experience, while only 28.13% reported the need as met (see Table 
5.14; Item 34).  Bekker (2000) and Kreutzer et al. (1994) obtained similar findings.  
Another “emotional support” need, that is, getting over doubts and fears about the 
future, was rated as being unmet by 34.38% of the family members, compared to 
31.25% the family members who rated the need as being met (see Table 5.14; Item 
37).  Although Bekker (2000), Kreutzer et al. (1994), and Oddy et al. (1978) found that 
concern for the head-injured person’s future is a major source of stress for family 
members, this need should be interpreted with caution, as there is not a significant 
difference between the met and unmet ratings.   
Needs related to “professional support” were more often rated as unmet.  Of 
the family members, 31.25% rated the need to have enough resources for the brain-
injured individual as unmet, while it was met for 34.38% of the participants (see Table 
5.14; Item 20).  Of the family members, 31.25% rated the need to have enough 
resources for themselves as unmet, while it was met for only 21.88% (see Table 5.14; 
Item 21).  Past research confirms that these unmet needs could have negative 
consequences for the family (April, 1997; Bekker, 2000; Brooks et al., 1987).  The 
“professional support” need of being shown what to do when the brain-injured 
individual was upset or acting strange was not met for 28.13% of the sample, while it 
was met for 28.13% of the sample (see Table 5.14; Item 17).      
Two of the ten important or very important needs, reported previously in Table 
5.3, were also rated more frequently as unmet by between 31.25% and 34.38% of the 
participants.  These needs included to get over doubts and fears about the future, and, 
to have enough resources for the brain-injured family member (see Tables 5.14 Items 
20 and 37). 
The FNQ items were furthermore rank-ordered according to the extent to which 
each need was perceived as being met.  The 10 needs more frequently rated as met  
are presented and discussed in below in Table 5.15.  The percentage of participants 
rating each needs as not applicable (NA), met, partly met, and unmet is indicated. 
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Table 5.15 
Ten needs more frequently rated as met 
Item Scale2 I need… NA Met Partly 
met 
Unmet 
9 CSN To have a professional to turn to for 
advice or service when my family 
member needs help. 
6.25% 56.25% 21.88% 15.63% 
1 HI To be shown that medical, 
educational, or rehabilitation staff 
respect my family member’s needs or 
wishes. 
18.75% 53.13% 25% 3.13% 
5 HI To be assured that the best possible 
medical care is being given to my 
family member. 
18.75% 53.13% 18.75% 9.38% 
4 HI To be told about all changes in my 
family member’s medical status 
6.25% 46.88% 40.63% 6.25% 
6 HI To have explanations from 
professionals given in terms I can 
understand. 
9.38% 46.88% 31.25% 12.50% 
7 HI To have my questions answered 
honestly. 
3.13% 46.88% 40.63% 9.38% 
10  To have different staff members agree 
on the best way to help my family 
member. 
25% 46.88% 18.75% 9.38% 
31 CSN To have other family members 
understand my family member’s 
problems. 
15.63% 46.88% 21.88% 15.63% 
11 HI To have complex information on the 
medical care of head injury (e.g. 
medication, injections, or surgery) 
12.50% 43.75% 34.38% 9.38% 
27 IS To pay attention to my own needs, job, 
or interests. 
15.63% 43.75% 34.38% 6.25% 
 
 The needs rated more frequently as met were endorsed by only 43.75% to 
56.25% of the family members.  Between 3.13% and 15.63% of the family members 
felt that these needs were unmet (see Table 5.15).  According to the six independent 
scales of the FNQ, six of the needs rated more frequently as met related to “health 
information”, two to “community support network”, and one to “instrumental support” 
(see Table 5.15).  Item 10, “to have different staff members agree on the best way to 
help the family member”, was excluded from the factor scale, since it did not meet the 
loading criteria (Serio et al., 1997). 
 The “health information” need, to be assured that rehabilitation staff respect the 
brain-injured individual, was rated as met by 53.13% of the family members, while 
                                                 
2 CSN = Community Support Network, HI = Health Information, IS = Instrumental Support 
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3.13% felt the need was not met (see Table 5.15; Item 1).  The need to be assured 
that the best possible medical care is being given, was rated as met by 53.13% of the 
family members, while 9.38% felt the need was not met (see Table 5.15; Item 5).  
Bekker (2000) and Kreutzer et al. (1994) also found that this need was often met.  The 
need to be told about changes in the brain-injured individual’s medical status, was 
rated as met by 46.88% of the family members, while 6.25% felt the need was not met 
(see Table 5.15; Item 4).  Of the family members, 46.88% felt that professionals gave 
explanations in terms they could understand, compared to the 12.50% who rated the 
need as not met (see Table 5.15; Item 6).  Bekker (2000) found this need to be unmet, 
whilst Kreutzer et al. (1994) found this need to be met.  Of the family members, 
46.88% felt that their questions were answered honestly, compared to the 9.38% who 
rated the need as unmet (see Table 5.15; Item 7).  Research by Kreutzer et al. (1994) 
produced similar findings.  The need to have complex information on the medical care 
was rated as met by 43.75% of the family members, compared to the 9.38% who 
rated the need as not met (see Table 5.15; Item 11).  Kolakowsky-Hayner et al. (2001) 
also found that “health information” needs were most often rated as met.   
 In terms of “community support” needs, 56.25% of the family members reported 
that they had a professional to turn to for advice or service when their brain-injured 
family member needed help, compared to the 15.63% who felt they did not (see Table 
5.15; Item 9).  The research by Bekker (2000) and Kreutzer et al. (1994), produced 
similar results.  The need to have other family members understand the brain-injured 
family member’s problems, was reported as met by 46.88% of the family members, 
while the need was not met for 15.63% of the participants (see Table 5.15; Item 31). 
 The needs related to “instrumental support” indicated that 43.75% of the family 
members paid sufficient attention to their own needs, job, or interests, while 6.25% did 
not (see Table 5.15; Item 27).  Bekker (2000) found similar results. 
Almost 47% of the family members felt that the need of having different staff 
members agree on the best way to help the brain-injured individual was met, while 
9.38% rated the need as not met (see Table 5.15; Item 10).  Kreutzer et al. (1994) 
also found this need to be more frequently met, and Bekker (2000) found similar 
results. 
 Four of the ten important or very important needs reported earlier in Table 5.16, 
were also rated more frequently as being met by between 56.25% and 46.88% of the 
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participants.  These needs included to be told about changes in medical status, to 
receive understandable and honest explanations from professionals, and to have a 
professional to turn to for advice or service when needed (see Tables 5.3 and 5.15; 
Item 4, 6, 7 and 9).  Two of the important or very important needs were among the 
needs more often rated as not met.  These included to get over doubts and fears 
about the future, and to have enough resources for the brain-injured family member 
(see Tables 5.3 and 5.14; Items 20 and 37).   
The fulfilment ratings of the four remaining important or very important needs, 
namely to have complete information about the physical status, cognitive status, and 
rehabilitation progress of the brain-injured individual, and to be told how long each of 
the problems were expected to last, were not among the 10 needs more often rated as 
met (see Tables 5.3 and 5.14; Items 12, 13, 16 and 18).  The need to obtain 
information about the physical status of the brain-injured individual was rated as met 
by 31.25% of the participants, as partly met by 50%, and as not met by 9.38% of the 
participants (see Table 5.14; Item 12).  The need to have information on the cognitive 
status of the brain-injured individual was rated as met by 34.38%, as partly met by 
46.88%, and as unmet by 15.63% of the participants (see Table 5.14; Item 13).  The 
need to be told how long each of the brain-injured individual’s problems is expected to 
last was rated as met by 28.13%, as partly met by 37.50%, and as unmet by 25% of 
the participants (see Table 5.14; Item 16).  The need to obtain information on the 
rehabilitation progress was rated as met by 31.25%, as partly met by 34.38%, and as 
unmet by 18.75% of the participants (see Table 5.14; Item 18). 
 
5.3.1 The relation between the characteristics of the participant, the 
traumatically brain-injured individual, and the traumatic brain injury to the 
needs rated as met 
Specific aim no. 4 
 The fourth specific aim of the study was to explore and describe the relation 
between the participants’ age, gender, home language, marital status, relation to the 
traumatically brain-injured individual, involvement in care, the traumatically brain-
injured individuals’ age, gender, severity of the injury, and duration since sustaining 
the injury, and the needs most often rated as met.  These findings are presented in 
Table 5.16 to Table 5.25.  Differences between various subgroups were not compared 
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statistically as the sample sizes were too small for meaningful comparisons to be 
made.  Trends observed in the results for the various subgroups will, however, be 
discussed. 
 
Table 5.16 
Rating of the 10 needs more frequently rated as met according to the participant’s age  
Item Participant’s age n NA Met Partly met Unmet 
9 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
28.57% 
0% 
0% 
0% 
0% 
14.29% 
50% 
70% 
75% 
66.67% 
14.29% 
50% 
20% 
25% 
0% 
42.86% 
0% 
10% 
0% 
33.33% 
1 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
28.57% 
0% 
10% 
25% 
33.33% 
14.29% 
75% 
60% 
62.50% 
66.67% 
42.86% 
25% 
30% 
12.50% 
0% 
14.29% 
0% 
0% 
0% 
0% 
5 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
28.57% 
0% 
10% 
25% 
33.33% 
28.57% 
50% 
50% 
75% 
66.67% 
42.86% 
50% 
10% 
0% 
0% 
0% 
0% 
30% 
0% 
0% 
4 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
14.29% 
0% 
10% 
0% 
0% 
14.29% 
50% 
40% 
87.50% 
33.33% 
71.43% 
50% 
40% 
12.50% 
33.33% 
0% 
0% 
10% 
0% 
33.33% 
6 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
28.57% 
0% 
10% 
0% 
0% 
14.29% 
50% 
60% 
50% 
66.67% 
42.86% 
50% 
20% 
37.50% 
0% 
14.29% 
0% 
10% 
12.50% 
33.33% 
7 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
0% 
0% 
0% 
0% 
33.33% 
14.29% 
25% 
50% 
75% 
66.67% 
57.14% 
75% 
40% 
25% 
0% 
28.57% 
0% 
10% 
0% 
0% 
10 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
57.14% 
0% 
10% 
25% 
33.33% 
42.86% 
50% 
50% 
50% 
33.33% 
0% 
50% 
20% 
12.50% 
33.33% 
0% 
0% 
20% 
12.50% 
0% 
31 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
14.29% 
25% 
10% 
12.50% 
33.33% 
42.86% 
50% 
50% 
37.50% 
66.67% 
28.57% 
25% 
20% 
25% 
0% 
14.29% 
0% 
20% 
25% 
0% 
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Table 5.16 
Rating of the 10 needs more frequently rated as met according to the participant’s age 
(continued) 
Item Participant’s age n NA Met Partly met Unmet 
11 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
28.57% 
0% 
0% 
25% 
0% 
28.57% 
50% 
60% 
50% 
0% 
14.29% 
50% 
30% 
25% 
100% 
28.57% 
0% 
10% 
0% 
0% 
27 15 – 29 
30 – 39 
40 – 49 
50 – 59 
60 – 69 
7 
4 
10 
8 
3 
0% 
0% 
0% 
50% 
33.33% 
71.43% 
50% 
50% 
12.50% 
33.33% 
28.57% 
50% 
40% 
37.50% 
0% 
0% 
0% 
10% 
0% 
33.33% 
 
Generally, all the age groups endorsed the needs more frequently as being met 
(see Table 5.16).  However, seven out of ten needs were endorsed as being less 
frequently met by the 15 to 29 year age group. 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 117 
Table 5.17 
Rating of the 10 needs more frequently rated as met according to the participant’s 
gender  
Item Participant’s gender n NA Met Partly met Unmet 
9 Female  
Male 
19 
13 
0% 
15.38% 
47.37% 
69.23% 
31.58% 
7.69% 
21.05% 
7.69% 
1 Female  
Male 
19 
13 
15.79% 
23.08% 
52.63% 
53.85% 
31.58% 
15.38% 
0% 
7.69% 
5 Female  
Male 
19 
13 
15.79% 
23.08% 
47.37% 
61.54% 
26.32% 
7.69% 
10.53% 
7.69% 
4 Female  
Male 
19 
13 
5.26% 
7.69% 
36.84% 
61.54% 
52.63% 
23.08% 
5.26% 
7.69% 
6 Female  
Male 
19 
13 
5.26% 
15.38% 
52.63% 
38.46% 
26.32% 
38.46% 
15.79% 
7.69% 
7 Female  
Male 
19 
13 
5.26% 
0% 
31.58% 
69.23% 
52.63% 
23.08% 
10.53% 
7.69% 
10 Female  
Male 
19 
13 
15.79% 
38.46% 
52.63% 
38.46% 
26.32% 
7.69% 
5.26% 
15.38% 
31 Female  
Male 
19 
13 
21.05% 
7.69% 
42.11% 
53.85% 
15.79% 
30.77% 
21.05% 
7.69% 
11 Female  
Male 
19 
13 
5.26% 
23.08% 
36.84% 
53.85% 
47.37% 
15.38% 
10.53% 
7.69% 
27 Female  
Male 
19 
13 
15.79% 
15.38% 
42.11% 
46.15% 
36.84% 
30.77% 
5.26% 
7.69% 
 
Male participants perceived the needs to be met to a greater extent than female 
participants do, except for the need to receive understandable explanations from 
professionals (Item 6), and to have a professional to turn to for advice (Item 10) (see 
Table 5.17). 
 
  
 
 
 
 
 
 
 
 
 
 118 
Table 5.18 
Rating of the 10 needs more frequently rated as met according to the participant’s 
home language 
Item Participant’s home language n NA Met Partly met Unmet 
9 Afrikaans 
Xhosa 
English 
19 
4 
9 
5.26% 
0% 
11.11% 
63.16% 
25% 
55.56% 
21.05% 
25% 
22.22% 
10.53% 
50% 
11.11% 
1 Afrikaans 
Xhosa 
English 
19 
4 
9 
0% 
50% 
44.44% 
57.89% 
25% 
55.56% 
36.84% 
25% 
0% 
5.26% 
0% 
0% 
5 Afrikaans 
Xhosa 
English 
19 
4 
9 
0% 
50% 
44.44% 
68.42% 
25% 
33.33% 
21.05% 
25% 
11.11% 
10.53% 
0% 
11.11% 
4 Afrikaans 
Xhosa 
English 
19 
4 
9 
0% 
50% 
0% 
57.89% 
25% 
33.33% 
36.84% 
25% 
55.56% 
5.26% 
0% 
11.11% 
6 Afrikaans 
Xhosa 
English 
19 
4 
9 
5.26% 
25% 
11.11% 
52.63% 
25% 
44.44% 
31.58% 
50% 
22.22% 
10.53% 
0% 
22.22% 
7 Afrikaans 
Xhosa 
English 
19 
4 
9 
0% 
0% 
11.11% 
47.37% 
50% 
44.44% 
47.37% 
50% 
22.22% 
5.26% 
0% 
22.22% 
10 Afrikaans 
Xhosa 
English 
19 
4 
9 
10.53% 
50% 
44.44% 
52.63% 
25% 
44.44% 
21.05% 
25% 
11.11% 
15.79% 
0% 
0% 
31 Afrikaans 
Xhosa 
English 
19 
4 
9 
0% 
50% 
33.33% 
57.89% 
0% 
44.44% 
21.05% 
25% 
22.22% 
21.05% 
25% 
0% 
11 Afrikaans 
Xhosa 
English 
19 
4 
9 
5.26% 
0% 
33.33% 
57.89% 
25% 
22.22% 
26.32% 
50% 
44.44% 
10.53% 
25% 
0% 
27 Afrikaans 
Xhosa 
English 
19 
4 
9 
10.53% 
0% 
33.33% 
42.11% 
75% 
33.33% 
36.84% 
25% 
33.33% 
10.53% 
0% 
0% 
 
Generally, the Afrikaans- and English-speaking participants endorsed the 
needs more frequently as being met, compared to the Xhosa-speaking participants.  
Only a quarter of the Xhosa-speaking participants rated the need to have a 
professional to turn to for advice (Item 9), as well as the need to have information on 
the medical care of their injured relative (Item 11) as being met.  None of the Xhosa-
speaking participants rated the need to have family members understand the injured 
person’s problems as being met (Item 31) (see Table 5.18).   
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Table 5.19 
Rating of the 10 needs more frequently rated as met according to the participant’s 
marital status 
Item Participant’s marital status n NA Met Partly met Unmet 
9 Single 
Divorced 
Married 
9 
5 
18 
22.22% 
0% 
0% 
22.22% 
60% 
72.22% 
11.11% 
20% 
27.78% 
44.44% 
20% 
0% 
1 Single 
Divorced 
Married 
9 
5 
18 
33.33% 
20% 
11.11% 
22.22% 
60% 
66.67% 
33.33% 
20% 
22.22% 
11.11% 
0% 
0% 
5 Single 
Divorced 
Married 
9 
5 
18 
33.33% 
20% 
11.11% 
33.33% 
40% 
66.67% 
33.33% 
0% 
16.67% 
0% 
40% 
5.56% 
4 Single 
Divorced 
Married 
9 
5 
18 
22.22% 
0% 
0% 
22.22% 
40% 
61.11% 
55.56% 
20% 
38.89% 
0% 
40% 
0% 
6 Single 
Divorced 
Married 
9 
5 
18 
33.33% 
0% 
0% 
22.22% 
0% 
72.22% 
33.33% 
60% 
22.22% 
11.11% 
40% 
5.56% 
7 Single 
Divorced 
Married 
9 
5 
18 
0% 
20% 
0% 
22.22% 
40% 
61.11% 
55.56% 
20% 
38.89% 
22.22% 
20% 
0% 
10 Single 
Divorced 
Married 
9 
5 
18 
55.56% 
20% 
11.11% 
33.33% 
20% 
61.11% 
11.11% 
20% 
22.22% 
0% 
40% 
5.56% 
31 Single 
Divorced 
Married 
9 
5 
18 
33.33% 
20% 
5.56% 
22.22% 
40% 
61.11% 
22.22% 
20% 
22.22% 
22.22% 
20% 
11.11% 
11 Single 
Divorced 
Married 
9 
5 
18 
22.22% 
0% 
11.11% 
22.22% 
20% 
61.11% 
33.33% 
80% 
22.22% 
22.22% 
0% 
5.56% 
27 Single 
Divorced 
Married 
9 
5 
18 
0% 
20% 
22.22% 
66.67% 
20% 
38.89% 
33.33% 
60% 
27.78% 
0% 
0% 
11.11% 
 
In general, the married family members endorsed the needs as being met more 
frequently than the single- or divorced groups.  Single families in this sample rated 
their need to have a professional to turn to for advice less frequently as being met 
(Item 9), as well as their need to be assured that the best possible medical care is 
being given to their family member (Item 5).  Divorced family members in this sample 
felt that their need for professionals to give understandable explanations (Item 6) was 
more often partly met than met.  Divorced families furthermore less frequently rated 
the need to have staff agree on the best treatment, as being met (Item 10) (see Table 
5.19). 
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Table 5.20 
Rating of the 10 needs more frequently rated as met according to the participant’s 
relation to the traumatically brain-injured individual 
Item Participant’s relation to the brain-
injured individual 
n NA Met Partly met Unmet 
9 Other  
Father 
Mother 
Wife 
13 
7 
7 
5 
15.38% 
0% 
0% 
0% 
38.46% 
85.71% 
71.43% 
40% 
15.38% 
14.29% 
14.29% 
60% 
30.77% 
0% 
14.29% 
0% 
1 Other  
Father 
Mother 
Wife 
13 
7 
7 
5 
23.08% 
14.29% 
28.57% 
0% 
46.15% 
71.43% 
57.14% 
40% 
23.08% 
14.29% 
14.29% 
60% 
7.69% 
0% 
0% 
0% 
5 Other  
Father 
Mother 
Wife 
13 
7 
7 
5 
23.08% 
14.29% 
28.57% 
0% 
46.15% 
71.43% 
57.14% 
40% 
30.77% 
0% 
0% 
40% 
0% 
14.29% 
14.29% 
20% 
4 Other  
Father 
Mother 
Wife 
13 
7 
7 
5 
15.38% 
0% 
0% 
0% 
38.46% 
85.71% 
57.14% 
0% 
46.15% 
0% 
28.57% 
100% 
0% 
14.29% 
14.29% 
0% 
6 Other  
Father 
Mother 
Wife 
13 
7 
7 
5 
23.08% 
0% 
0% 
0% 
38.46% 
57.14% 
42.86% 
60% 
30.77% 
28.57% 
28.57% 
40% 
7.69% 
14.29% 
28.57% 
0% 
7 Other  
Father 
Mother 
Wife 
13 
7 
7 
5 
0% 
0% 
14.29% 
0% 
38.46% 
85.71% 
42.86% 
20% 
46.15% 
14.29% 
28.57% 
80% 
15.38% 
0% 
14.29% 
0% 
10 Other  
Father 
Mother 
Wife 
13 
7 
7 
5 
38.46% 
14.29% 
28.57% 
0% 
38.46% 
57.14% 
42.86% 
60% 
23.08% 
0% 
14.29% 
40% 
0% 
28.57% 
14.29% 
0% 
31 Other  
Father 
Mother 
Wife 
13 
7 
7 
5 
30.77% 
0% 
14.29% 
0% 
30.77% 
57.14% 
57.14% 
60% 
23.08% 
28.57% 
14.29% 
20% 
15.38% 
14.29% 
14.29% 
20% 
11 Other  
Father 
Mother 
Wife 
13 
7 
7 
5 
15.38% 
14.29% 
14.29% 
0% 
38.46% 
57.14% 
42.86% 
40% 
30.77% 
28.57% 
42.86% 
40% 
15.38% 
0% 
0% 
20% 
27 Other  
Father 
Mother 
Wife 
13 
7 
7 
5 
7.69% 
28.57% 
28.57% 
0% 
61.54% 
42.86% 
12.29% 
40% 
23.08% 
28.57% 
57.14% 
40% 
7.69% 
0% 
0% 
20% 
 
Needs were rated more often as met by the fathers and mothers of 
traumatically brain-injured individuals compared to the other groups.  Generally, a 
higher percentage of fathers rated the needs as being met (see Table 5.20). 
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Table 5.21 
Rating of the 10 needs more frequently rated as met according to the participant’s 
involvement in care 
Item Participant’s involvement in care n NA Met Partly met Unmet 
9 Active 
Fairly active 
16 
16 
0% 
12.50% 
75% 
37.50% 
12.50% 
31.25% 
12.50% 
18.75% 
1 Active 
Fairly active 
16 
16 
0% 
37.50% 
75% 
31.25% 
25% 
25% 
0% 
6.25% 
5 Active 
Fairly active 
16 
16 
0% 
37.50% 
87.50% 
18.75% 
12.50% 
25% 
0% 
18.75% 
4 Active 
Fairly active 
16 
16 
0% 
12.50% 
68.75% 
25% 
31.25% 
50% 
0% 
12.50% 
6 Active 
Fairly active 
16 
16 
0% 
18.75% 
75% 
18.75% 
18.75% 
43.75% 
6.25% 
18.75% 
7 Active 
Fairly active 
16 
16 
0% 
6.25% 
50% 
43.75% 
43.75% 
37.50% 
6.25% 
12.50% 
10 Active 
Fairly active 
16 
16 
6.25% 
43.75% 
56.25% 
37.50% 
25% 
12.50% 
12.50% 
6.25% 
31 Active 
Fairly active 
16 
16 
6.25% 
25% 
56.25% 
37.50% 
18.75% 
25% 
18.75% 
12.50% 
11 Active 
Fairly active 
16 
16 
0% 
25% 
62.50% 
25% 
31.25% 
37.50% 
6.25% 
12.50% 
27 Active 
Fairly active 
16 
16 
18.75% 
12.50% 
31.25% 
56.25% 
37.50% 
31.25% 
12.50% 
0% 
 
 Except for the need to pay attention to own needs and interests (Item 27), all 
needs were rated more often as met by family members who were actively involved in 
caring, as opposed to when the family members were only fairly actively involved in 
caring.  A logical explanation would be that active family members tend to have less 
free time to spend on their own needs and interests, compared to fairly active family 
members (see Table 5.21).   
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Table 5.22 
Rating of the 10 needs more frequently rated as met according to the traumatically 
brain-injured individual’s age 
Item Traumatically brain-injured 
individual’s age 
n NA Met Partly met Unmet 
9 19 – 29 
30 – 39 
40 – 49 
60 – 69  
70 – 79  
15 
5 
8 
1 
3 
6.67% 
0% 
12.50% 
0% 
0% 
66.67% 
60% 
25% 
0% 
100% 
20% 
20% 
25% 
100% 
0% 
6.67% 
20% 
37.50% 
0% 
0% 
1 19 – 29 
30 – 39 
40 – 49 
60 – 69  
70 – 79  
15 
5 
8 
1 
3 
20% 
20% 
25% 
0% 
0% 
53.33% 
80% 
25% 
0% 
100% 
26.67% 
0% 
37.50% 
100% 
0% 
0% 
0% 
12.50% 
0% 
0% 
5 19 – 29 
30 – 39 
40 – 49 
60 – 69  
70 – 79  
15 
5 
8 
1 
3 
20% 
20% 
25% 
0% 
0% 
66.67% 
60% 
12.50% 
0% 
100% 
6.67% 
20% 
37.50% 
100% 
0% 
6.67% 
0% 
25% 
0% 
0% 
4 19 – 29 
30 – 39 
40 – 49 
60 – 69  
70 – 79  
15 
5 
8 
1 
3 
0% 
0% 
25% 
0% 
0% 
66.67% 
40% 
0% 
100% 
66.67% 
33.33% 
40% 
62.50% 
0% 
33.33% 
0% 
20% 
12.50% 
0% 
0% 
6 19 – 29 
30 – 39 
40 – 49 
60 – 69  
70 – 79  
15 
5 
8 
1 
3 
6.67% 
0% 
25% 
0% 
0% 
46.67% 
80% 
25% 
0% 
66.67% 
40% 
0% 
25% 
100% 
33.33% 
6.67% 
20% 
25% 
0% 
0% 
7 19 – 29 
30 – 39 
40 – 49 
60 – 69  
70 – 79  
15 
5 
8 
1 
3 
0% 
20% 
0% 
0% 
0% 
46.67% 
40% 
37.50% 
0% 
100% 
40% 
40% 
50% 
100% 
0% 
13.33% 
0% 
12.50% 
0% 
0% 
10 19 – 29 
30 – 39 
40 – 49 
60 – 69  
70 – 79  
15 
5 
8 
1 
3 
26.67% 
20% 
37.50% 
0% 
0% 
53.33% 
60% 
37.50% 
0% 
33.33% 
6.67% 
20% 
12.50% 
100% 
66.67% 
13.33% 
0% 
12.50% 
0% 
0% 
31 19 – 29 
30 – 39 
40 – 49 
60 – 69  
70 – 79  
15 
5 
8 
1 
3 
6.67% 
40% 
12.50% 
100% 
0% 
53.33% 
40% 
25% 
0% 
100% 
20% 
20% 
37.50% 
0% 
0% 
20% 
0% 
25% 
0% 
0% 
11 19 – 29 
30 – 39 
40 – 49 
60 – 69  
70 – 79  
15 
5 
8 
1 
3 
20% 
0% 
12.50% 
0% 
0% 
53.33% 
40% 
25% 
0% 
66.67% 
26.67% 
60% 
25% 
100% 
33.33% 
0% 
0% 
37.50% 
0% 
0% 
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Table 5.22 
Rating of the 10 needs more frequently rated as met according to the traumatically 
brain-injured individual’s age (continued) 
Item Traumatically brain-injured 
individual’s age 
n NA Met Partly met Unmet 
27 19 – 29 
30 – 39 
40 – 49 
60 – 69  
70 – 79  
15 
5 
8 
1 
3 
20% 
40% 
0% 
0% 
0% 
33.33% 
40% 
75% 
0% 
33.33% 
46.67% 
20% 
25% 
100% 
0% 
0% 
0% 
0% 
0% 
66.67% 
 
 Generally, family members of traumatic brain-injury individuals aged between 
60 and 79, less frequently rated the needs as being met.  Only a quarter of the family 
members of traumatic brain-injury individuals aged between 40 and 49 years, rated 
the need to have professionals to turn for advice as being met (Item 9), while a eight 
of the same age group rated that their family member received the best possible care 
(Item 5).  None of the 40 to 49 year age sample felt that they were told about changes 
in their brain-injured relatives status (Item 4).  A possible explanation for this lower 
rating in met needs could be that those older than 40 years of age have a worse 
prognosis, both for survival and functional recovery, than survivors in their teens, 
twenties, and even thirties (Marion, 1999).  Marion believes this phenomenon to be 
attributed to an age-related loss of intrinsic reparative processes of the brain.   
The need to have understandable explanations, to have other fami ly members 
understand the survivor’s problems, and to have complex information on medical care 
were endorsed as being met by only a quarter of the 40 to 49 age group (Items 6, 31 
and 11) (see Table 5.22). 
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Table 5.23 
Rating of the 10 needs more frequently rated as met according to the traumatically 
brain-injured individual’s gender  
Item Traumatically brain-injured 
individual’s gender 
n NA Met Partly met Unmet 
9 Male 
Female 
27 
5 
3.70% 
20% 
59.26% 
40% 
18.52% 
40% 
18.52% 
0% 
1 Male 
Female 
27 
5 
11.11% 
60% 
59.26% 
20% 
25.93% 
20% 
3.70% 
0% 
5 Male 
Female 
27 
5 
11.11% 
60% 
62.96% 
0% 
18.52% 
20% 
7.41% 
20% 
4 Male 
Female 
27 
5 
7.41% 
0% 
48.15% 
40% 
37.04% 
60% 
7.41% 
0% 
6 Male 
Female 
27 
5 
7.41% 
20% 
55.56% 
0% 
25.93% 
60% 
11.11% 
20% 
7 Male 
Female 
27 
5 
3.70% 
0% 
48.85% 
40% 
44.44% 
20% 
3.70% 
40% 
10 Male 
Female 
27 
5 
18.52% 
60% 
51.85% 
20% 
18.52% 
20% 
11.11% 
0% 
31 Male 
Female 
27 
5 
11.11% 
40% 
48.15% 
40% 
22.22% 
20% 
18.52% 
0% 
11 Male 
Female 
27 
5 
3.70% 
60% 
51.85% 
0% 
33.33% 
40% 
11.11% 
0% 
27 Male 
Female 
27 
5 
14.81% 
20% 
48.15% 
20% 
29.63% 
60% 
7.41% 
0% 
 
Needs were more frequently endorsed as being met by the family members of 
male brain-injured individuals, as opposed to the family members of the female brain-
injured individuals (see Table 5.23).  This might be linked to the fact that the needs 
were more frequently rated as being important to very important for male traumatic 
brain injury survivors as opposed to female survivors. 
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Table 5.24 
Rating of the 10 needs more frequently rated as met according to the severity of the 
traumatic brain injury 
Item Severity of the traumatic brain 
injury 
n NA Met Partly met Unmet 
9 Severe 
Moderate 
27 
5 
3.70% 
20% 
55.56% 
60% 
22.22% 
20% 
18.52% 
0% 
1 Severe 
Moderate 
27 
5 
11.11% 
60% 
55.56% 
40% 
29.63% 
0% 
3.70% 
0% 
5 Severe 
Moderate 
27 
5 
11.11% 
60% 
55.56% 
40% 
22.22% 
0% 
11.11% 
0% 
4 Severe 
Moderate 
27 
5 
7.41% 
0% 
44.44% 
60% 
40.74% 
40% 
7.41% 
0% 
6 Severe 
Moderate 
27 
5 
7.41% 
20% 
48.15% 
40% 
33.33% 
20% 
11.11% 
20% 
7 Severe 
Moderate 
27 
5 
3.70% 
0% 
40.74% 
80% 
48.15% 
0% 
7.41% 
20% 
10 Severe 
Moderate 
27 
5 
18.52% 
60% 
48.15% 
40% 
22.22% 
0% 
11.11% 
0% 
31 Severe 
Moderate 
27 
5 
14.81% 
20% 
44.44% 
60% 
22.22% 
20% 
18.52% 
0% 
11 Severe 
Moderate 
27 
5 
3.70% 
60% 
44.44% 
40% 
40.74% 
0% 
11.11% 
0% 
27 Severe 
Moderate 
27 
5 
7.41% 
60% 
48.15% 
20% 
37.04% 
20% 
7.41% 
0% 
 
 Six of the 10 needs were more frequently rated as being met by the severe 
injury group, as opposed to the moderate injury group.  These needs included to be 
shown that professionals respect the brain-injured survivor (Item 1), to be assured of 
the best possible treatment (Item 5), to receive understandable explanations (Item 6), 
to have staff agree upon the best treatment (Item 10), to have information on the 
medical care (Item 11), and to pay attention to own needs (Item 27). 
 A big discrepancy was identified between these two groups related to the need 
to receive honest information (Item 7).  In this instance, family members of the 
moderate injury group more frequently endorsed the need as being met, as opposed 
to those of the severe injury group.  A possible explanation could be that family 
members of severely injured relatives tend to be reluctant to grasp the severity of the 
injury, and therefore do not initially believe the prognosis given by professionals (see 
Table 5.24). 
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Table 5.25 
Rating of the 10 needs more frequently rated as met according to the duration since 
sustaining the traumatic brain injury 
Item Duration since sustaining the 
traumatic brain injury 
n NA Met Partly met Unmet 
9 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
14.29% 
0% 
0% 
42.86% 
66.67% 
66.67% 
28.57% 
8.33% 
33.33% 
14.29% 
25% 
0% 
1 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
28.57% 
16.67% 
0% 
42.86% 
66.67% 
50% 
21.43% 
16.67% 
50% 
7.14% 
0% 
0% 
5 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
28.57% 
16.67% 
0% 
28.57% 
83.33% 
50% 
35.71% 
0% 
16.67% 
7.14% 
0% 
33.33% 
4 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
0% 
16.67% 
0% 
28.57% 
75% 
33.33% 
57.14% 
8.33% 
66.67% 
14.29% 
0% 
0% 
6 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
14.29% 
8.33% 
0% 
35.71% 
58.33% 
50% 
21.43% 
33.33% 
50% 
28.57% 
0% 
0% 
7 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
7.14% 
0% 
0% 
42.86% 
58.33% 
33.33% 
35.71% 
41.67% 
50% 
14.29% 
0% 
16.67% 
10 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
35.71% 
16.67% 
16.67% 
35.71% 
41.67% 
83.33% 
21.43% 
25% 
0% 
7.14% 
16.67% 
0% 
31 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
28.57% 
8.33% 
0% 
35.71% 
41.67% 
83.33% 
21.41% 
25% 
16.67% 
14.29% 
25% 
0% 
11 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
28.57% 
0% 
0% 
28.57% 
50% 
66.67% 
28.57% 
41.67% 
33.33% 
14.29% 
8.33% 
0% 
27 Between Jan 2000 and Dec 2000 
Between Jan 2001 and Dec 2001 
Between Jan 2002 and Dec 2002 
14 
12 
6 
21.43% 
16.67% 
0% 
42.86% 
33.33% 
66.67% 
35.71% 
33.33% 
33.33% 
0% 
16.67% 
0% 
 
Eight of the 10 needs were endorsed as being less frequently met by those who 
had sustained their injury in 2000, as opposed to those who had sustained their 
injuries in 2001 and 2002.  This could suggest that the extent to which the needs are 
perceived to be met could vary over time.  
To summarize, the present study found that although the participant’s age, 
gender, home language, marital status, relation to the traumatically brain-injured 
individual, involvement in care, the traumatically brain-injured individual’s, age, 
gender, the duration since sustaining the injury, as well as the severity of the injury, 
 127 
did not produce extreme differential rating patterns related to the 10 met needs, 
some differential trends were highlighted.   
All the age groups endorsed the needs as being met.  Seven out of ten needs 
were endorsed as less frequently met by the 15 to 29 year age group.  Generally, 
male participants perceived the needs to be met to a greater extent than female 
participants did.  The Afrikaans- and English-speaking participants endorsed the 
needs as more frequently met, compared to the Xhosa-speaking participants, while 
only a quarter of the Xhosa-speaking participants felt that the need to have information 
on the medical care was met.   
In general, the married families endorsed the needs as being met more 
frequently than the single- or divorced family members.  Needs were rated more often 
as being met by the fathers and mothers of traumatically brain-injured individuals, 
compared to the other relatives.  Except for the need to pay attention to own needs 
and interests, all needs were rated more often as met by family members who were 
actively involved in caring, as opposed to when the family members were only fairly 
actively involved in caring.   
Family members of traumatic brain-injury individuals aged between 60 and 79, 
less frequently rated the needs as being met.  Only a quarter of the family members of 
traumatic brain-injury individuals aged between 40 and 49 rated the need to have 
professionals to turn for advice as being met, while a eight of the sample of the same 
age group rated that their family member received the best possible care.  Needs 
were furthermore more frequently endorsed as being met by the family members of 
male brain-injured individuals, as opposed to the family members of the female brain-
injured individuals.  Six of the 10 needs were more frequently rated as met by the 
severe injury group, as opposed to the moderate injury group.  Eight of the 10 needs 
were less frequently endorsed as being met by the 2000 group, as opposed to the 
2001 and 2002 group. 
 
5.4   Summary and preview 
In this chapter, the results of the present study were reported, described, and  
discussed according to the four specific aims.  To compare the findings of the present 
study with previous research is difficult, since a limited number of studies have 
investigated the impact of various variables on the fulfilment rating of needs.  Even 
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though the samples varied, an attempt was be made to compare the results of this 
study with those of another South African study (Bekker, 2000) (also see Addendum 
E).  In Chapter 6 the conclusions, limitations, and recommendations related to this 
study will be presented. 
CHAPTER 6 
CONCLUSIONS, LIMITATIONS, AND RECOMMENDATIONS  
 
6.1  Introduction 
This chapter serves to briefly summarise the findings of this research study.  It  
also outlines the conclusions reached which are based on (a) the research findings of 
the present study, (b) previous research findings, and (c) the literature survey provided 
in chapters 2 and 3.  Limitations of the research study will also be discussed and 
recommendations for future studies will be presented. 
 
6.2  Summary of the findings of the research study 
6.2.1 Perceived importance of family needs 
§ The findings of the present study indicated that the majority of family members 
endorsed the 40 needs presented to them in the Family Needs Questionnaire 
(FNQ) as being important to very important.  This suggests that the FNQ has the 
potential to identify salient needs among the family members of traumatic brain 
injury survivors. 
§ Family members perceived it to be important to very important that they acquire 
health information.  They found it to be important to very important to obtain: (a) 
honest and (b) understandable information, (c) information about the traumatic 
brain-injured individual’s physical, (d) medical, and (e) cognitive status, as well as 
(f) rehabilitation progress.  It was also important to very important for them to 
receive professional support, such as (a) acquiring enough resources for the 
traumatically brain-injured individual, as well as (b) obtaining opinions regarding 
the length of time the problems were expected to last.  Emotional support for 
dealing with fears and doubts about the future, and community support, where the 
family members could turn to professionals for advice and help, was also found to 
be important to very important. 
§ The present study found that, although, the participant’s age, gender, home 
language, marital status, relation to the traumatically brain-injured individual, 
involvement in care, the traumatically brain-injured individual’s, age, gender, the 
duration since sustaining the injury, as well as the severity of the injury, did not 
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produce extreme differential rating patterns related to the 10 important or very 
important needs, some differential trends were noted. 
§ Needs were more often endorsed as important to very important by: 
§ Active caregivers 
§ Severe head-injury caregivers 
§ Female caregivers 
§ Xhosa-speaking caregivers 
§ Caregivers of male brain-injured individuals 
§ Needs were less often endorsed as important to very important by: 
§ Younger age group caregivers (i.e., 15 to 29 years) 
§ Single caregivers 
§ Significant other caregivers 
 
6.2.2 Perceived fulfilment of family needs 
§ In general, more needs were rated as met and partly met, as opposed to being 
unmet.  The commonly expressed unmet need, related to “emotional support”, and 
indicated the need to discuss feelings with someone who has gone through the 
same experience. 
§ A number of family members regarded that their health information needs of (a) 
respect by rehabilitation staff, (b) quality medical care, (c) information about 
changes in medical status, (d) understandable and (e) honest explanations, and (f) 
complex information regarding the medical care, were met.  Some family members 
also indicated that they obtained community support in being able to (a) obtain 
professional advice, and (b) having other family members understand the brain-
injured individual.  The instrumental support need of paying attention to one’s own 
needs, job, and interests was met for a number of family members. 
§ The emotional support needs that were identified as being unmet, indicated that (a) 
family members do not seem to discuss their feelings about their brain-injured 
relative with someone who has gone through the same experience.  They also do 
not (b) easily overcome their fears about the future.  The results also indicated that 
the some professional support needs were unmet, since family members did not 
appear to have enough resources for themselves or their brain-injured relatives.  
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Family members also indicated that they were not given direction as to what to do 
when their brain-injured relative is upset or acting strange.  
§ Needs more often rated as being important to very important and met were: 
§ To be told about the medical status of the brain-injured relative 
§ To receive understandable and honest information 
§ To have a professional to turn to for advice 
§ Needs more often rated as being important to very important and unmet were: 
§ To get over doubts and fears about the future 
§ To have enough resources for the brain-injured relative and for the 
caregiver 
§ To have someone to discuss feelings who has gone through the same 
experience 
§ To be given information on how to react when the brain-injured member 
is upset 
§ The present study found that, although, the participant’s age, gender, home 
language, marital status, relation to the traumatically brain-injured individual, 
involvement in care, the traumatically brain-injured individual’s, age, gender, the 
duration since sustaining the injury, as well as the severity of the injury, did not 
produce extreme differential rating patterns related to the 10 needs rated as being 
met, but some important differential trends were noted.   
§ Needs were more often rated as met by: 
§ Male caregivers 
§ Married caregivers 
§ Parental caregivers 
§ Active caregivers 
§ Needs were less often rated as met by: 
§ Xhosa-speaking caregivers 
§ Caregivers of female brain-injured individuals 
§ Four of the 10 important or very important needs were rated as met by the sample, 
while 2 of the important or very important needs were often rated as unmet.   
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6.3    Implications of the results of this study and suggestions for future 
research 
Taking the tentative findings of the present study as a starting point, the following 
implications can be highlighted, and the following recommendations can be 
suggested: 
 
§ The literature indicates that traumatic brain injury has both a devastating impact on 
and consequences for the entire family system.  It was found in the present study 
that family members of traumatically brain-injured individuals develop unique 
needs following traumatic brain injury.  It is furthermore important to identify the 
nature of these needs so that appropriate interventions can be planned and 
implemented to assist families during, and after the initial rehabilitation phase.   
§ The Family Needs Questionnaire can be administered to family members and then 
utilised to structure and plan therapeutic interventions to optimally address 
important and unmet needs.  The findings of the current study, as well as previous 
research suggest that the FNQ is useful for identifying the perceived importance of 
family needs and the extent to which these needs are met.   
§ The FNQ was found to be a useful instrument to determine family members’ 
perceptions of the importance of family needs, and the extent to which their needs 
have been met.  It is therefore useful to pursue the use of the FNQ in South Africa. 
§ The results of this study indicate that the availability of educational information in 
conjunction with the normal rehabilitation intervention cannot be overemphasized. 
§ Results of this study further indicate that the referral to professionals for support 
and resources is extremely important to aid families in meeting their needs. 
§ It is important to encourage family caregivers to attend support groups to assist 
them in the adjustment process, and to aid them in meeting certain needs, by 
spending time with individuals who are going through or who have been through 
the same traumatic experience. 
§ Further research on the precise relationship between the importance and fulfilment 
of family needs, as well as family member, traumatically brain-injured, and brain 
injury related variables could assist in predicting family members at risk for 
developing problems. 
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§ Additional research on the importance and fulfilment of family needs is required to 
improve our understanding of family needs following traumatic brain injury and to 
validate the use of the FNQ in a South African context.  Furthermore, additional 
research into the usefulness of this questionnaire as an instrument to evaluate the 
effectiveness of intervention programmes and to guide the development of 
appropriate rehabilitation programmes needs to be further researched. 
§ Additional research in which the FNQ is augmented with individual- or family 
interviews to explore needs in a greater depth would be insightful. 
§ Additional research on the changing needs experienced by family members in 
relation to the duration since the injury was sustained would be valuable. 
§ Additional research on the needs between family members of adult and child 
traumatic brain injury relatives could assist in predicting specific unmet and 
important needs within different brain-injured populations. 
 
6.4   Limitations of the research study  
Although the present study represented a much needed step in gaining insight  
into family needs following adult traumatic brain injury in the South African context, the 
following limitations need to be taken into consideration when interpreting the findings 
and conclusions of this study: 
§ It is difficult to identify all the variables that may influence participants’ responses 
on the FNQ.  Variables such as the exact nature of the caregiving required, socio-
economic status and whether any co-morbid conditions existed, might all have had 
an impact on the needs of the family members researched.  All these factors 
cannot be controlled for in the present study and must be acknowledged as a 
limitation of the study. 
§ The relatively small sample size as well as the use of a non-probability sampling 
technique limited the extent to which the findings could be generalized, because 
the sample was not representative of the entire population of family members of 
traumatically brain-injured relatives. 
§ The dearth in South African research on family needs made it difficult to verify the 
findings of the present study in relation to past research. 
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Professionals should be knowledgeable about family needs following the brain 
injury of a relative, since family members and significant others assume the caregiving 
responsibilities for years after the injury.  Such professionals can help to improve 
current intervention and rehabilitation programmes.  Drawing from the results of this 
study, it seems that some of the important needs of traumatically brain-injured families 
are not currently being met. These should be focused on in intervention programmes.   
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REQUEST FOR YOUR PARTICIPATION IN BRAIN INJURY RESEARCH PROJECT 
 
Dear ………………………………………. 
 
I am currently undertaking a research project as part of the requirements for my M.A. Clinical Psychology 
Degree at the University of Port Elizabeth.  The aim of this research project is to explore the needs of all 
relatives (e.g. parents, siblings, relatives) or significant others (e.g. girlfriend, friend) of individuals who have 
sustained a brain injury. 
 
Previous research has indicated that this type of study is extremely valuable in developing and improving 
rehabilitation programmes, which are sadly lacking in South Africa.  It is my belief that in order for health 
services to be more effective, professionals need to improve their understanding of the needs experienced by 
family members such as yourself.  I hope you will take this opportunity to express them. 
 
I obtained your particulars from Dr. Rob Campbell at Aurora Hospital after he contacted you to obtain 
permission.  Your ………………  underwent  ……….………………  at this hospital in  …………….………. 
Aurora Hospital’s management and staff are particularly keen to use the results of this study to plan effective 
programmes to support families of head-injured patients.  I hereby kindly request your consent to participate in 
this worthwhile research project.   
 
You will be asked to give your written informed consent to participate by signing and dating a form and putting 
your initials against each section to indicate that you understand and agree to the conditions.  This informed 
consent statement has been prepared in compliance with current Medial Research Council guidelines.  If you 
are willing to participate, please sign the letter of informed consent and complete the two attached 
questionnaires.  As you will see, the questionnaires do not require you to put your name on them.  All 
information obtained will be regarded as strictly confidential and will be used only for research purposes.  
Please return the completed consent form and questionnaires in the self-addressed envelope.  Please do not 
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write your name on the questionnaires.  Remember, there are no “right” or “wrong” answers – just answers 
that are most appropriate for you. 
 
Feedback on the results on the questionnaires will be given to the ………………………………………… 
Unfortunately, no individual feedback can be given due to the anonymity of the research information.  A 
summary of the conclusions and results of this study will however be available from the researcher when the 
study has been completed. 
 
Furthermore, the UPE Human Ethics Committee has approved this study.  This is a group of independent 
experts who are responsible for ensuring that the rights and welfare of participants in research are protected 
and that the study is carried out in an ethical manner.  Participation in the research is completely voluntary.  
You are not obliged to take part in the research.  Your identity will remain confidential and anonymous.  The 
results of this research study may be presented at scientific conferences or in specialist publications, but your 
identity will not be revealed. 
 
Your co-operation is greatly appreciated and I thank you in anticipation for your collaboration.  Should you 
require any further information or should you want to receive a copy of the results of the study, you are 
welcome to contact me at the Psychology Department at the University of Port Elizabeth at 041 – 504 2330 
(office hours) or 041 583 1691 (after hours).  If you are unable to participate in the study, please return all the 
information and questionnaires sent to you in the self-addressed envelope supplied. 
 
Kind regards 
Miss. Jó-Marié van der Merwe 
Intern Clinical Psychologist 
 
Mrs. L. Stroud       Prof. C.D. Foxcroft 
Supervisor       Co-Supervisor 
Clinical Psychologist      Research Psychologist 
 
Prof. D.M. Luiz 
Head: Department of Psychology: UPE 
Clinical Psychologist 
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Consent Form 
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FAMILY NEEDS FOLLOWING ADULT TRAUMATIC BRAIN INJURY 
 
CONSENT FORM 
 
Researcher: Miss. Jó-Marié van der Merwe 
 P.O. Box 1600 
Psychology Department 
University of Port Elizabeth 
PORT ELIZABETH 
6000 
Tel: 041 – 504 2330 (office hours) 
Tel: 041 – 586 1691 (after hours) 
 
DECLARATION BY PARTICIPANT 
 
 
I, THE UNDERSIGNED,…………………………………………………(name) 
[I.D. No:……………………………] the participant of………………………….. 
………………………………………………………………………………………. 
……………………………………………………………..…………….(address). 
A.  HEREBY CONFIRM AS FOLLOWS: 
1.  I/participant was invited to participate in the abovementioned research project 
     which is being undertaken by Miss. J. van der Merwe of the Department of  
     Psychology in the Faculty of Health Science, University of Port Elizabeth. 
 
2. This research project aims to address this dearth in research by exploring and 
describing the needs of family members following traumatic brain injury.  The 
information will be used as part of the requirements for a M.A. Clinical  
 
Psychology Degree.  The results of this study may be presented at scientific 
conferences or in specialist publications. 
Please initial 
against 
each 
paragraph 
 
 
 
 
 
 
 
 
 
___ 
 
 
 
 
 
 
 
 
 
 
 
___ 
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3. I understand that I need to complete the two questionnaires as well as this 
consent form and mail it in the self-addressed envelope.  If I am unable to 
participate in the study, I will return all questionnaires and letters in the self 
addressed envelope supplied. 
 
4. My identity will not be revealed in any discussion, description or scientific 
publication by the researcher. 
 
5. My participation is voluntary.  My decision whether or not to participate will in no 
way affect my present or future medical care / employment / lifestyle. 
 
6. No pressure was exerted on me to consent to participation and I understand that 
I may withdraw at any stage without penalization. 
 
7. Participation in this study will not result in any additional cost to myself. 
 
B.  I HEREBY CONSENT VOLUNTARILY TO PARTICIPATE IN THE ABOVE 
MENTIONED PROJECT. 
 
___ 
 
 
 
 
 
___ 
 
 
 
 
 
___ 
 
 
 
 
 
___ 
 
 
___ 
I grant this as a voluntary contribution in the interest of training and knowledge. 
Signed at………………………….on ……………………….2003 
                    (place)                            (date) 
Signature of Participant……………………….. 
Signature of witness………………………….. 
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ADDENDUM C 
Biographical Questionnaire 
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BIOGRAPHICAL INFORMATION QUESTIONNAIRE 
Confidential & Private 
The following questions request information regarding your personal details.  Please try to be as accurate as possible in 
your answers.  All information will be treated with absolute confidentiality and anonymity.  This questionnaire is to be 
completed by the family member / significant other of the head-injured relative.  Please complete in this questionnaire 
by making a cross (X) in the appropriate space in the block that contains the information that is applicable to 
you: 
 
PART A 
This part contains questions about you, the family member (or significant other) of a person who 
sustained a head injury. 
1.  Please indicate your ability to understand English: 
Good 1 
Average 2 
Poor 3 
 
1. What is your age?     
Age ___years____months 
 
2. What is your gender? 
Male 1 
Female 2 
 
 
3. What is your home language? 
English 1 
Afrikaans 2 
Xhosa 3 
Other 4 
Specify:  
 
4. What is your marital status? 
Married 1 
Divorced 2 
Separated 3 
Single 4 
Other 
Specify: 
6 
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5. Indicate your relation to the head-injured 
person: 
Husband 1 
Wife 2 
Mother 3 
Father 4 
Other 5 
Specify:  
  
 
6. Rate your involvement in caring for the head-
injured person: 
Active 1 
Fairly active 2 
Not active 3 
 
 
PART B 
This part contains questions about the family member who sustained the head injury.  Please answer 
the following questions. 
7. Head-injured person’s current age:    
Age ___years____months 
 
8. Head-injured person’s gender: 
Male 1 
Female 2 
 
 
 
9. Head-injured person’s home language: 
English 1 
Afrikaans 2 
Xhosa 3 
Other 4 
Specify:  
 
10. Head-injured person’s current marital status: 
Married 1 
Divorced 2 
Separated 3 
Single 4 
Other 5 
Specify:  
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PART C 
This part contains questions about the head injury the family member sustained.  Please answer the 
following questions. 
11. What was the cause of the head injury? 
Motor vehicle accident 1 
Fall on head 2 
Hit on head by object 3 
Gun shot 4 
Other 5 
Please specify:  
 
12. When did the head injury occur? 
Date Month……..year…….. 
 
 
13. How long was this family member 
unconscious? 
20 minutes or less 1 
Not longer than 6 hours 2 
Longer than 6 hours 3 
Not sure / I don’t know 4 
 
 
Kindly provide any further information or comments, which you consider to be important: 
--------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------
-------------------------------------------------------------------------------------------------------------------------------------- 
Thank you for completing the questionnaire.  Please place the complete questionnaire in the 
accompanying envelope, seal and mail it before……………………….. 
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ADDENDUM D 
Family Needs Questionnaire (FNQ) 
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FAMILY NEEDS QUESTIONNAIRE (FNQ) 
DIRECTIONS 
The following statements describe needs that friends and relatives of people with head injury sometimes have.  
These needs normally change over time.  We are interested in knowing how important they are to you at the 
present time  and whether they are being met.  The information you provide will help us to understand the 
needs of your family and other families of head injury survivors. 
 
1. Show how important you feel these needs are by using the scales below and placing a circle around the 
number that best describes your answer.  If a certain need does not apply to your situation, circle “N/A” for 
“not applicable”: 
N/A  1------------------2----------------3-----------------4 
Not   Not  Slightly          Important       Very 
Applicable  Important Important           Important 
 
2. Use this scale to tell us whether each need is being met by circling: Y (Yes), P (Partly), or N (No).  Make 
these rating only for items that apply to your situation (only if you rated them from 1 to 4): 
Y--------------------P--------------------N 
Yes          Partly             No 
 
FOR EXAMPLE 
Item I need… N/A How Important? Need met? 
24 I need to get enough rest or sleep.  
(this person rated the need as currently being 
“Slightly important” and feels that it is currently 
being met) 
N/A 1 2 3 4 
 
Y P N 
 
22 I need to have help keeping the house (e.g. 
shopping, cleaning, cooking).  
(this person felt the item did not apply to her 
situation, so she circled “N/A” and went to the next 
question) 
N/A 1 2 3 4 
 
Y P N 
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PLEASE ANSWER THE FOLLOWING QEUSTIONS 
N/A  1------------------2----------------3-----------------4 
Not   Not  Slightly         Important      Very 
Applicable Important Important                      Important 
 
Y------------P----------N 
Yes      Partly     No 
 
Item I need… N/A How Important? Need met? 
1 to be shown that medical, educational, or rehabilitation 
staff respect my family member’s needs or wishes. 
N/A 1 2 3 4 
 
Y P N 
 
2 to be told daily what is being done with or for my family 
member. 
N/A 1 2 3 4 
 
Y P N 
 
3 to give my opinion daily to others involved in my family 
member’s care, rehabilitation or education. 
N/A 1 2 3 4 
 
Y P N 
 
4 to be told about all changes in my family member’s 
medical status 
N/A 1 2 3 4 
 
Y P N 
 
5 to be assured that the best possible medical care is 
being given to my family member. 
N/A 1 2 3 4 
 
Y P N 
 
6 to have explanations from professionals given in terms 
I can understand. 
N/A 1 2 3 4 
 
Y P N 
 
7 to have my questions answered honestly. N/A 1 2 3 4 
 
Y P N 
 
8 to be shown that my opinions are used in planning my 
family member’s treatment, rehabilitation, or education. 
N/A 1 2 3 4 
 
Y P N 
 
9 to have a professional to turn to for advice or service 
when my family member needs help. 
N/A 1 2 3 4 
 
Y P N 
 
10  to have different staff members agree on the best way 
to help my family member. 
N/A 1 2 3 4 
 
Y P N 
 
11  to have complex information on the medical care of 
head injury (e.g. medication, injections, or surgery) 
N/A 1 2 3 4 
 
Y P N 
 
12  to have complete information on my family member’s 
physical problems (e.g. weakness, headaches, 
dizziness, problems with vision or walking). 
N/A 1 2 3 4 
 
Y P N 
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N/A  1------------------2----------------3-----------------4 
Not   Not  Slightly         Important      Very 
Applicable Important Important                      Important 
 
 
Y------------P----------N 
Yes      Partly     No 
 
Item I need… N/A How Important? Need met? 
13 to have complete information on my family member’s 
problems in thinking (e.g. confusion, memory, or 
communication). 
N/A 1 2 3 4 
 
Y P N 
 
14 to have complete information on drug or alcohol 
problems and treatment. 
N/A 1 2 3 4 
 
Y P N 
 
15 to be told why my family member acts in ways that 
are different, difficult, or strange. 
N/A 1 2 3 4 
 
Y P N 
 
16 to be told how long each of my family member’s 
problems is expected to last. 
N/A 1 2 3 4 
 
Y P N 
 
17 to be shown what to do when my family member is 
upset or acting strange. 
N/A 1 2 3 4 
 
Y P N 
 
18 to have information on my family member’s 
rehabilitative or educational progress. 
N/A 1 2 3 4 
 
Y P N 
 
19 to have help in deciding how much to let my family 
member do by himself/herself. 
N/A 1 2 3 4 
 
Y P N 
 
20 to have enough resources for my family member 
(e.g., rehabilitation programs, physical therapy, 
counseling, job counseling). 
N/A 1 2 3 4 
 
Y P N 
 
21 to have enough resources for myself or the family 
(e.g., financial or legal counseling, respite care, 
counseling, nursing or day care). 
N/A 1 2 3 4 
 
Y P N 
 
22 to have help keeping the house (e.g., shopping, 
cleaning, cooking). 
N/A 1 2 3 4 
 
Y P N 
 
23 to have help from other members of the family in 
taking care of my family member. 
N/A 1 2 3 4 
 
Y P N 
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N/A  1------------------2----------------3-----------------4 
Not   Not  Slightly         Important      Very 
Applicable Important Important                      Important 
 
Y------------P----------N 
Yes      Partly     No 
 
Item I need… N/A How Important? Need met? 
24 to get enough rest or sleep. N/A 1 2 3 4 
 
Y P N 
 
25 to get a break from my problems and responsibilities. N/A 1 2 3 4 
 
Y P N 
 
26 to spend time with my friends. N/A 1 2 3 4 
 
Y P N 
 
27 to pay attention to my own needs, job, or interests. N/A 1 2 3 4 
 
Y P N 
 
28 to be told if I am making the best possible decisions 
about my family member. 
N/A 1 2 3 4 
 
Y P N 
 
29 to have my spouse understand how difficult it is for 
me. 
N/A 1 2 3 4 
 
Y P N 
 
30 to have other family members understand how 
difficult it is for me. 
N/A 1 2 3 4 
 
Y P N 
 
31 to have other family members understand my family 
member’s problems. 
N/A 1 2 3 4 
 
Y P N 
 
32 to have my family member’s friends understand 
his/her problems. 
N/A 1 2 3 4 
 
Y P N 
 
33 to have my family member’s employer, co-workers, 
or teachers understand his/her problems. 
N/A 1 2 3 4 
 
Y P N 
 
34 to discuss my feelings about my family member with 
someone who has gone through the same 
experience. 
N/A 1 2 3 4 
 
Y P N 
 
35 to discuss my feelings about my family member with 
other friends or family. 
N/A 1 2 3 4 
 
Y P N 
 
36 to be assured that it is usual to have strong negative 
feelings about my family member. 
N/A 1 2 3 4 
 
Y P N 
 
37 help getting over my doubts and fears about the 
future. 
N/A 1 2 3 4 
 
Y P N 
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N/A  1------------------2----------------3-----------------4 
Not   Not  Slightly         Important      Very 
Applicable Important Important                      Important 
 
 
 
 
Y------------P----------N 
Yes      Partly     No 
 
Item I need… N/A How Important? Need met? 
38 help in remaining hopeful about my family member’s 
future. 
N/A 1 2 3 4 
 
Y P N 
 
39 help preparing for the worst. N/A 1 2 3 4 
 
Y P N 
 
40 to be encouraged to ask others to help out. N/A 1 2 3 4 
 
Y P N 
 
 
If there are other needs that were not included on this questionnaire, please write them in on the lines below: 
________________________________________________________________________________________
________________________________________________________________________________________
________________________________________________________________________________________
________________________________________________________________________________________
________________________________________________________________________________________ 
Source:  Kreutzer, J., Camplair., & Waaland, P. (1988).  Family Needs Questionnaire.  Richmond: Medical 
College of Virginia, Rehabilitation Research and Training Centre on Severe Traumatic Brain Injury. 
 
 
Thank you for completing the questionnaire.  Please place the complete questionnaire in the 
accompanying envelope, seal and mail it before……………………….. 
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ADDENDUM E 
Delineation the differences and similarities between the results of the study done by 
Bekker (2000) and the results of the current study 
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Bekker (2000) 
 
Current study 
Needs rated as important or 
very important 
§ 7 needs pertained to 
“health information” 
§ 2 needs pertained to 
“instrumental support” 
§ 1 need pertained to 
“professional support” 
§ 6 needs pertained to 
“health information” 
§ 2 needs pertained to 
“professional support” 
§ 1 need pertained to 
“emotional support” 
§ 1 need pertained to 
“community support” 
Rating of important or very 
important needs according to 
participant’s age 
Limited impact Participants aged between 
15 and 29 years less often 
rated needs as important or 
very important. 
Rating of important or very 
important needs according to 
participant’s gender 
Generally, more males than 
females endorsed needs as 
important. 
Generally, more females 
than males endorsed needs 
as important. 
Rating of important or very 
important needs according to 
participant’s home language 
§ Xhosa-speaking 
participants rated needs 
more often as important. 
§ English-and Afrikaans-
speaking rated needs less 
often as important. 
§ More of the Xhosa-
speaking participants 
endorsed needs as 
important to very 
important.  Only a 
quarter of the Xhosa-
speaking sample, rated 
the need to have 
information on their 
family member’s 
progress as important to 
very important. 
§ Less than two thirds of 
the English-speaking 
sample endorsed the 
need for information on 
their family member’s 
physical problems as 
being important to very 
important.  Just more 
than half of the English-
speaking participants 
endorsed the need to be 
told how long their family 
member’s problems will 
last as being important to 
very important. 
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Bekker (2000) 
 
Current study 
Rating of important or very 
important needs according to 
participant’s marital status 
Divorced participants rated 
needs less often as important. 
 
§ Single participants 
endorsed the needs less 
often as important, as 
opposed to the other 
marital status groups.   
§ No specific trends were 
noted for married and 
divorced participants.   
Rating of important or very 
important needs according to 
the relation to the TBI 
individual 
Wives endorsed the needs 
more often as important 
compared to husbands. 
§ Wives, fathers, mothers 
endorsed the needs in a 
similar way, by rating the 
needs as important. 
§ Significant others (i.e., 
siblings, children) rated 
the needs less often as 
important. 
Rating of important or very 
important needs according to 
participant’s involvement in 
care 
Needs were more often rated 
as important by active or fairly 
active participants, as opposed 
to those who were not active. 
Needs were more often rated 
as important by active 
participants, as opposed to 
those who were fairly active.  
Nonetheless, even the 
greater majority of those who 
were fairly active in caring 
strongly endorsed the needs 
as important or very 
important 
Rating of important or very 
important needs according to 
the TBI individual’s age 
Family members of TBI 
individuals aged between 50 
and 59 years less often rated 
the needs as important. 
Family members of TBI 
individuals aged between 70 
and 79 years less often rated 
the needs as important. 
Rating of important or very 
important needs according to 
the TBI individual’s gender 
No specific trends emerged Needs were indorsed as 
being more important by the 
family members of male 
brain-injured individuals, as 
opposed to the family 
members of the female brain-
injured individuals. 
Rating of important or very 
important needs according to 
the severity of the injury 
The needs were generally 
endorsed as being more 
important for the severe and 
moderate injury groups than for 
the mild injury group. 
The needs were generally 
endorsed as being more 
important for the severe 
injury groups than for the 
moderate injury group. 
Rating of important or very 
important needs according to 
the duration since sustaining 
the injury 
The needs were being 
endorsed more often as 
important by the between two 
and six years post-injury 
groups.   
The needs were being 
endorsed more often as 
important by the between 
one and two years post-injury 
groups.   
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Bekker (2000) 
 
Current study 
Needs rated as met § 3 needs pertained to 
“health information” 
§ 3 needs pertained to 
“instrumental support” 
§ 1 need pertained to 
“emotional support” 
§ 1 need pertained to 
“community support” 
§ 6 needs pertained to 
“health information” 
§ 2 needs pertained to 
“community support” 
§ 1 need pertained to 
“instrumental support” 
Rating of met needs 
according to the participant’s 
age 
No results reported Generally, all the age groups 
endorsed the needs as being 
met.  Seven out of ten needs 
were endorsed as less 
frequently met by the 15 to 
29 year age group. 
Rating of met needs 
according to the participant’s 
gender 
No results reported Generally, males perceived 
the needs to be met to a 
greater extent than females 
do. 
Rating of met needs 
according to the participant’s 
home language 
No results reported Generally, the Afrikaans- and 
English-speaking participants 
endorsed the needs as more 
frequently met, compared to 
the Xhosa-speaking 
participants. 
Rating of met needs 
according to the participant’s 
marital status 
No results reported In general, the married 
families endorsed the needs 
as being met more frequently 
than the single- or divorced 
groups 
Rating of met needs 
according to the participant’s 
relation to the TBI individual 
No results reported Needs were rated more often 
as met by the fathers and 
mothers of traumatically 
brain-injured individuals, 
compared to the other 
relation groups. Generally, a 
higher percentage of fathers 
rated the needs as being 
met. 
Rating of met needs 
according to the participant’s 
involvement in care 
No results reported Except for the need to pay 
attention to own needs and 
interests, all needs were 
rated more often as met by 
family members who were 
actively involved in caring, as 
opposed to when the family 
members were only fairly 
actively involved in caring.   
Rating of met needs 
according to the TBI 
individual’s age 
No results reported Generally, family members of 
traumatic brain-injury 
individuals aged between 60 
and 79, less frequently rated 
the needs as met 
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Bekker (2000) 
 
Current study 
Rating of met needs 
according to the TBI 
individual’s gender 
 
No results reported Needs were more frequently 
indorsed as being met by the 
family members of male 
brain-injured individuals, as 
opposed to the family 
members of the female brain-
injured individuals. 
Rating of met needs 
according to the severity of 
the TBI 
No results reported § Six of the 10 needs are 
more frequently rated as 
met by the severe injury 
group, as opposed to the 
moderate injury group.  
These needs included to 
be shown that 
professionals respect the 
brain-injured survivor, to 
be assured of the best 
possible treatment, to 
have understandable 
explanations, to have 
staff agree on the best 
treatment, to have 
information on the 
medical care, and to pay 
attention to own needs. 
§ A big discrepancy is 
identified between these 
2 groups relating to the 
need of receiving honest 
information.  The 
moderate injury group 
more frequently 
endorsed this needs as 
being met, as opposed to 
the severe injury group. 
Rating of met needs 
according to the duration 
since sustaining the injury 
No results reported Eight of the 10 needs were 
endorsed as less frequently 
met by the 2000 group, as 
opposed to the 2001 and 
2002 group.   
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Bekker (2000) 
 
Current study 
Needs rated as unmet § 4 needs pertained to 
“emotional support” 
§ 4 needs pertained to 
“professional support” 
§ 2 needs pertained to “ 
health information 
No results reported 
Rating of unmet needs 
according to the participant’s 
age 
No specific trends emerged. No results reported 
Rating of unmet needs 
according to the participant’s 
gender 
More males perceived the 
needs to be unmet, compared 
to females 
No results reported 
Rating of unmet needs 
according to the participant’s 
home language 
Xhosa-speaking participants 
more frequently rated the 
needs as being unmet. 
No results reported 
Rating of unmet needs 
according to the participant’s 
marital status 
§ Single-family members 
endorsed the needs as 
being unmet more 
frequently. 
§ Divorced-family members 
endorsed the needs less 
frequently as being unmet 
No results reported 
Rating of unmet needs 
according to the participant’s 
relation to the traumatically 
brain-injured individual 
Husbands endorsed the needs 
more frequently as being 
unmet 
No results reported 
Rating of unmet needs 
according to the participant’s 
involvement in care 
Needs were rated more often 
as unmet by active family 
members, as opposed to fairly 
or inactive members. 
No results reported 
Rating of the unmet needs 
according to the TBI 
individual’s age 
The needs were endorsed 
more often as unmet for the 
younger age groups. 
No results reported 
Rating of unmet needs 
according to the TBI 
individual’s gender 
No specific trends emerged No results reported 
Rating of the unmet needs 
according to the se verity of 
the TBI 
Family members of moderately 
injured individuals endorsed 
the unmet needs more 
frequently as being not met, 
compared to the severe and 
mild injury groups. 
No results reported 
Rating of the unmet needs 
according to the duration 
since sustaining the injury 
Needs were rated as being 
unmet more frequently for 
individuals who sustained their 
injury 4 to 5 years prior to the 
study being conducted. 
No results reported 
 
 
 
 
